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ABSTRACT
Recent studies on the Argentine public health system have demonstrated that the
lack of medical resources in different parts of the country force pediatric oncology
patients and their family members to travel to Buenos Aires in order to access care. This
internal migration poses difficulties for these families as travel and resettlement are
expensive, lead to the separation of family members, and interrupt the child‘s schooling.
This dissertation was designed to document the everyday life experiences of traveling
families in order to understand the barriers they faced while attempting to access medical
treatment and the strategies they used to surmount these obstacles.
Narrative research and Critical Medical Anthropology were combined in order to
analyze individual treatment and migration experiences within the political and economic
context of the Argentine public health system. The interviews, visual timelines, drawings,
and participant-observation carried out with 35 families shed light on differences in the
conceptualization of medical treatment and migration between children and their parents,
the ways in which the process of parenting was affected by relocation, and the changes
that need to be made in the current Argentine public health system to provide timely and
high quality pediatric oncology treatment and avoid delays in diagnosis and treatment.
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CHAPTER ONE:
INTRODUCTION

From one day to the next I had to leave my house, my family, my daughter
who was 5 at the time and was practically raised by her grandparents. Two
years without seeing her. We would only talk on the phone because of the
chemo, you know, his defenses [son‘s] would lower, his platelets, and we
could not leave. […] I brought him in with 31000 platelets only, and the
doctor said we couldn‘t leave. From then on, we didn‘t go back. Two
years without going back (Sebastian‘s mother, Entre Rios).
Every year, 1,300 new cases of cancer in children are diagnosed in Argentina
(ROHA 2005). Eighty-seven percent of these children rely on the medical services
provided by the public health system (FNDF 2008). The current Argentine government
has spoken in favor of making healthcare accessible to all of the country‘s population and
the legislation on public coverage of medical care allows all pediatric oncology patients
(regardless of nationality or residence status) to access free medical treatment and
medications. However, as Sebastian‘s mother explained in her interview, access to care,
adherence to treatment, and child survival are complex processes that seldom operate in a
linear, orderly manner.
Recent studies carried out on the Argentine public health system have
demonstrated that the number of medical centers is insufficient to deal with patient
demand (Katz 2004). The limited training on the early symptoms of pediatric cancer
received by healthcare professionals, lack of access to clinical analyses, excessive
bureaucracy, absence of oncology wards for children, and insufficient hospital beds
1

produce delays in diagnosis and treatment (FNDF 2008). The few public hospitals
equipped to treat pediatric oncology patients are located in the capital of Buenos Aires;
forcing families from other regions of the country to travel long distances and resettle
either temporarily or permanently in the Capital (Scopinaro and Casak 2002). This
internal migration poses difficulties for the children and their parents as travel and
resettlement are expensive and lead to the separation of family members (Toziano et al.
2004).
The centralized organization of the health system and the creation of institutions
and policies to support traveling families have contributed to the establishment of regular
flows of pediatric oncology patients from different provinces to Buenos Aires to access
care. These are informal flows that have resulted from: agreements between hospital
administrations (or between physicians), government funds for traveling families, and the
emergence of non-governmental organizations focused on the assistance of traveling
families. These patient flows have created a complex dynamic of medical treatment and
migration that brings to light structural barriers to health care and the role of patients‘
agency in surmounting these obstacles.
This dissertation was designed to analyze cancer treatment from the perspective
of the ill person and close family members as they would be the ones to provide the most
accurate insight into the fractures and limitations of the public health system. The
research focused on pediatric oncology patients because these are the oncology patients
with most reduced access to specialized personnel across the country (there are rarely
pediatric oncologists on staff) and because their status as ―children‖ sheds light on the
negotiation of additional power relations. The focus of the study was narrowed even
2

further by concentrating on the children who traveled to the country‘s capital (Buenos
Aires) from other provinces to access medical treatment.
The dissertation was designed to explore these patient migrations or flows from
the point of view of the traveling child patient and the accompanying parent/s. The
objective was to analyze the treatment narratives of the child medical traveler and the
accompanying parent with the purpose of exploring their everyday life experiences, the
ways they make sense of the events in their lives, and the obstacles they faced while
migrating to obtain cancer treatment.

Research questions and methods
Drawing from available scholarship and previous research carried out in the study setting,
the dissertation was focused on answering the following research questions:
1) Which characters form part of the treatment narratives of children and parents
receiving oncology treatment in Buenos Aires?
2) What are the scenes children and parents include in their descriptions of the
process of securing treatment in Buenos Aires?
3) How do children‘s and parents‘ scenes vary according to the hospital where
the child receives treatment, the distance to the place of origin, the age of the
child at the time of the interview and the stage of treatment at the time of the
interview?
4) How do parents and children visualize the public health system and their roles
in the process of securing medical services?
3

The hypotheses were:
1. When comparing child and parental narratives, child narratives will focus on
mentioning the role played by their friends and family during the process of
securing medical treatment in Buenos Aires and will not include other actors in
charge of providing services (medical and non-medical). The narratives of parents
will focus more on professionals in charge of providing medical and non-medical
services for their children and families.
2. Child narratives will be more focused on issues external to the disease and
treatment (i.e. school, expenses, their lives back home) while the narratives of the
parents will focus more on the medical treatment.
3. a. For the hospital variable, the hypothesis was: the children and parents receiving
treatment in Hospital de Alta Complejidad will have less frequent mention of the
scenes of travel (―short distance and long distance referrals‖ and ―preparing for
departure‖) and relocation (―separation from family members‖, ―hotels‖, and
―things I miss the most‖) than the children receiving treatment in the other
hospitals.
b. For the distance to the place of origin variable, the hypothesis was: the
children and parents traveling from the provinces that are farthest away will
mention scenes of travel (―short distance and long distance referrals‖ and
―preparing for departure‖) and relocation (―separation from family members‖,
―hotels‖, and ―things I miss the most‖) more frequently.
c. The hypothesis for the age of the child was: age will not play a role in
children‘s scene frequency as children in the three groups will select similar
4

scenes for their narratives. The parent‘s inclusion of scenes will not be
affected by the age of the child.
d.

The hypothesis for the stage of treatment was: children in treatment and their
parents will mention scenes of ―medical procedures‖ and ―hospital spaces‖
with more frequency than those in the control and relapse categories.

4. Parents and children will present negative perceptions of the public health system
and will focus on describing the obstacles they encountered while attempting to
access services.

Critical Medical Anthropology, narrative research, and the experiences of traveling
families
Although cancer treatment has drawn the attention of a large number of
researchers, in-depth anthropological studies of pediatric oncology that analyze diagnosis
and treatment in contexts such as Argentina are rare. Most studies have taken place in
developed countries and within properly equipped medical facilities (Bluebond-Langner
1989; Clarke 2006; Dixon-Woods et al. 2003; Young et al. 2002). Research has analyzed
the experiences of children and their family members solely in the hospital setting, thus
failing to situate the disease and its treatment within its political and economic context
(Bluebond-Langner 1978; Young et al. 2002). Finally, only very few studies in the
anthropological literature have included the perspectives and voices of the pediatric
patients in their research (for exceptions see Bluebond-Langner 1978; Clarke and Clarke
1999; Saxton and Goversten 2000).

5

This dissertation combined micro levels (focused on the individual child and
parent) and macro levels (focused on the hospital, provincial, and national areas) of
analysis in order to study the experiences of pediatric oncology patients traveling to
Buenos Aires to access medical attention. Political economy, in the form of critical
medical anthropology, and interpretive anthropology (especially narrative research) were
used to account for these different levels of analysis.

The purpose behind this

combination was to address limitations in each theoretical framework, where researchers
working within a political economy lens have traditionally been labeled as incapable of
recognizing individual agency, while narrative research has often been critiqued for its
failure to contextualize the process of storytelling and the content of narratives. The
combination of these frameworks allowed the researcher to create bridges between micro
and macro levels of analysis and, thus, study individual treatment and migration
experiences within the political and economic context where health services are
delivered.

Critical Medical Anthropology
Critical Medical Anthropology (CMA) recognizes that health is political, that it is
dependent on government policies and the distribution of resources. CMA acknowledges
that inequalities in the distribution of health and disease are the product of class, gender,
and ethnic categories; recognizes the colonizing role of both anthropology and medicine;
and seeks to change unequal and oppressive models of healthcare (Baer et al. 1986;
Estroff 1988; Pelto 1988; Scheper-Hughes 1990; Singer 1989, 1990, 1995). Spatial and
temporal arrangements of health and disease are analyzed in relation to power
6

differentials both inside and outside medical spheres (Armstrong 1988; Frankenberg
1992).

These power differentials influence individuals‘ timely access to medical

institutions, their navigation of the health system, their adherence to treatment regimes,
and the possibility of maintaining a healthy lifestyle.
This anthropological framework allows us to view biomedicine as one of many
explanatory models of health and disease, therefore acknowledging the value of other
types of medicine (Singer 1995). In doing so, it leads researchers to look at the different
ways in which biomedical discourse became dominant throughout history and the role it
has played in the constitution of modern societies, and the creation of specific subjects
(Foucault 1963; Waitzkin 1991). CMA incorporates the anthropological, holistic
approach and considers all aspects of human society when analyzing particular treatments
or healthcare models (Singer 1995).
This framework indicates that medical knowledge and practice are neither
homogeneous nor static and that ―there exist ‗institutional and situational openings‘ for
influence and activity at many points in health care systems‖ (Singer 1995:87). The
recognition of historical backgrounds, contradictions in social relations, and imbalances
of power in social categorizations (class, race, ethnicity, etc.) make CMA an adequate
framework for understanding the factors that shape the treatment and migration
experiences of children and their families.

7

Narrative research
The concept of narratives has been used by researchers in many different ways
ranging from a purely abstract conception of the way an individual perceives reality to a
more practical methodological tool used to grasp the individual‘s experience (Ewick and
Silbey 1995). Narrative research is based on the idea that ―experience is shared and that
experience itself is storied, or it has a narrative pattern‖ (Sandelowski 1991:162). One of
the main motivations behind recognizing the narrative form of illness and human
experience in medical anthropology was the need established by researchers to transform
the individual into the main focus of analysis (Good 1994).
The construction of these personal narratives is a creative and iterative process.
As Mattingly et al. (2002) have indicated, narratives can portray multiple discourses,
allowing the teller to express multiple positionalities, that is, they allow the researcher to
see the different roles a person can play depending on the context and circumstances.
This flexibility lets the researcher visualize the different forms of social membership
experienced by the teller and their movement through various spaces and timeframes
(Mattingly et al. 2002). The fluidity and malleability of narratives is the reason why many
medical anthropologists have used them to explore the complexity and impermanence of
illness and treatment experiences.
Narratives not only express individual feelings and identities, but they also
provide meaning into daily interaction (Mathieson and Starn 1995). Narratives have
inherent temporal dimensions because they involve sequences of events, feelings,
relationships, or spaces (Rapport and Overing 2000:283). Therefore, these stories allow
the researcher to identify the particularities of the subject‘s experience, organize the
8

subject‘s actions with those around him/her or with external factors that might influence
his/her decision-making process, and make meaning out of a series of events (Park
2008:239).
Since narratives are not final, they shed light on the negotiation of meanings and
social relationships (Borkan et al. 1995:978). Multiple forms of narratives (personal,
cultural, organizational, etc.) can exist in one particular context, generating competition
and conflict between meanings (Loseke 2007). Several authors have focused on the
permanence of certain cultural narratives and the role these stories play in the
maintenance of the status quo (Ewick and Silbey 1995). In the same way that narratives
reproduce social hierarchies, they also entail action. As Garro and Mattingly have
indicated, ―storymaking is fashioned to convince others to see and comprehend some part
of the reality in a particular way so that what happens follows from the way things are
portrayed to be‖ (2000:261). Therefore, all narrative construction is based on a particular
framework where individuals decide what to tell, when, where, and how to tell it
according to their interests.

Methods
The methods used in this dissertation were informed by the aforementioned
theoretical frameworks. Methods that would delve into individual experiences through
the creation of narratives were combined with a documentation of relevant historical
processes and the current status of the Argentina health care system.
The research project used open-ended semi-structured interviews as a way to
obtain illness and treatment histories and narratives from the children and their parents.
9

The interview scripts included questions on the perceptions of the children and their
parents on the hospital where they receive care, the process of travel and relocation, and
the overall delivery of healthcare in Argentina. Information on the characteristics of the
household was also collected.
The collection of narratives was combined with the construction of visual lifecourse timelines by each child and adult participant. The timelines were used to
understand how the participants visualized and decided to tell their own stories. In
addition to the timelines, the interviews with the children included asking them to make
three drawings. In the first drawing the child was allowed to draw anything they wished.
This first drawing gave the child the opportunity of putting their thoughts on paper and
allowed the researcher to be open to the issues the child might wanted to discuss at the
moment of the interview that were not included in the script. Next, each child was
instructed to draw the issue or event that created greatest difficulty for them and their
happiest moment. The children were also asked to draw treatment and diagnosis scenes.
After the drawings were completed, the child was asked to interpret the drawings and
these interpretations were audio-recorded.
The interviews, timelines, and drawings were combined with participant
observation in FNDF‘s headquarters. This collection of data focused primarily on the
interaction between patients and parents, healthcare professionals, and other relevant
actors. Archival research was carried out at a series of libraries and archives in order to
gain an understanding of the transformations that pediatric oncology treatment in
Argentina has undergone through time and the historical background of contemporary
public health policies.
10

The analysis of this information was based on a holistic reading of narratives
where attention was paid to their content and the circumstances behind their production
(Gubrium and Holstein 2009). The content and structure of parent and child narratives
were compared according to these points.

Common characters and scenes in the

narratives were identified. Scene variation was then analyzed in relation to the hospital
where the child received treatment, the distance to the place of origin, the age of the child
at the moment of the interview, and the stage of treatment at the moment of the interview.
Themes were also identified in the interviewees‘ perceptions of health care provision in
Argentina. The drawings were analyzed first by identifying general themes, and then, by
coding for the specific characters and scenes the children chose to portray.

Findings
The combination of CMA and narrative research pointed to the different ways in
which individual treatment and migration experiences were shaped by the larger political
and economic context where health care is provided, without losing sight of the different
ways in which structural barriers are reconfigured on a constant basis. The focus on the
way children and parents chose to narrate their experiences provided insight into the
mechanisms they used to make sense of what they were going through at the time. Their
stories provided a glimpse into their worries, the problems encountered along the way,
and the positive lived experiences that could be remembered and retold.
The comparison of children‘s and parents‘ narratives demonstrated that even
though these actors shared many experiences, they did not concur on all of the events and
11

people they included in their stories. While parents talked frequently about the healthcare
professionals and other actors in charge of providing services to the child, children
excluded these actors and talked about their close family members. The exclusion of
health care professionals became especially evident in the scenes of treatment children
included in their drawings, where 33 out of 35 children drew themselves in their hospital
beds alone or with their accompanying parents (see Figures 1 and 2).

Figure 1. Drawing by Camila (14yrs.) from Salta describing her treatment for leukemia.
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Figure 2. Drawing by Sara (13 yrs.) from Salta describing her chemotherapy for leukemia.

While the parents provided detailed descriptions of the process of diagnosis, all of
the children except for one chose not to mention this stage. Parents also mentioned the
process for obtaining medication and non-medical services, while only the older children
included these events in their stories. School and the recreational activities performed in
the place of origin were children‘s favorite topics of conversation, but they rarely
appeared in parents‘ stories. Examples of these recreational activities are found in Figure
3 which portrays a soccer match and Figure 4 which shows ―playing in a playground‖.

13

Figure 3. Drawing by Carlos (11 yrs.) from Rio Negro. At the top it says ―bien despues de la operacion‖
(doing well after the surgery).

Figure 4. Drawing by Paula (8 yrs.) from Provincia de Buenos Aires.

14

These differences pointed to the diversity of treatment and migration experiences
and the need to include both parents‘ and children‘s perspectives in pediatric oncology
research. Differences were also sought within child and parental categories. Variation
was examined in relation to the hospital where the child received treatment, the distance
from Buenos Aires to the place of origin, the age of the child at the time of the interview,
and the stage of treatment at the time of the interview.
The analysis of the narratives according to the hospital where the child received
treatment indicated that children from Hospital Policlínico talked about their school in the
place of origin and had to deal with the interruption of their education during treatment.
The distance to the place of origin did not play a role in the selection of scenes and even
families from the closest provinces talked about the difficulties of travel and relocation.
In the case of the age of the child, older children had more information on the paperwork
carried out by their parents, the expenses the family incurred to secure their treatment,
and the difficulties associated with keeping up with their schooling. This could mean that
older children were ―trusted‖ with this information or were thought to be better equipped
to handle it. Several children were excluded from conversations regarding their health
and about one third of the children included in this study did not agree with this decision.
In the case of schooling, older children‘s more frequent mention of this topic could be
related to the fact that children in middle and high school have less alternatives of
hospital schooling than younger ones (with the exception of Hospital de Alta
Complejidad).
Children‘s narratives in relation to the stage of treatment at the time of the
interview showed that both children and parents focused mainly on the stage they were
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undergoing at the time of the interview. Families in the control stage (regular medical
supervision after treatment) talked about relocation and travel, pointing to the fact that
travel to Buenos Aires continues to create difficulties for the parent and child even after
treatment is over. As Jose, a 15 year old from Formosa, indicated, ―the hardest part is the
treatment and having to come here [Buenos Aires] to get it‖.
The interviews with children and parents included a series of questions on their
perceptions of the health care system, the advice they would give to other children or
parent in the same situation, and the ways in which pediatric oncology treatment in
Argentina could be improved. The children mainly thought about these issues in
individual terms, reflecting on their own experience, but without extrapolating these ideas
to assess structural factors. When asked ―what would you change in the way pediatric
oncology treatment is provided in Argentina today?‖ most of the children talked about
their own experiences. They said things like: ―I don‘t know, I had a tough time going to
school‖ or ―We couldn‘t come back because my mom could not leave her job‖. The same
issue was seen in the question about providing advice to other children in the same
situation where one third of the children indicated that they felt they could not provide
advice to another child.
The parents‘ responses included a discussion of the positive and negative factors
involved in searching for treatment for their children. The parents tended to represent the
health care professionals in Buenos Aires in a positive manner, but this was not always
the case with the provincial doctors. As Rodrigo‘s mom mentioned, ―we are searching
for excellence and good service, and you can‘t find that everywhere‖. The parents were
also critical of the infrastructure in some of the public hospitals, the paperwork and
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medication delays, and the difficulties associated with relocation. These questions also
shed light on parents‘ ideas regarding the role they played during medical travel and the
―proper‖ way to care for their child.

Organization of the dissertation
The dissertation is divided into six chapters. Chapter 2 discusses the theoretical
frameworks used in the dissertation as well as the findings in previous studies on
oncology treatment, medical travel, and child hospitalization.

It demonstrates the

contributions that a combination of CMA and narrative research can make to the analysis
of different levels of treatment and migration experience. Chapter 3 presents a brief
historical overview of Argentine public health and child policies and current cancer
policies and programs. It provides the background that is needed to understand the
contemporary organization of the public health care system, the problems faced by
pediatric oncology patients and their families, and the resources at their disposal. Chapter
4 introduces the research questions, hypotheses, methods for data collection and analysis,
ethical considerations and limitations of the study. Chapter 5 contains the results of the
dissertation divided according to the research questions and hypotheses. Chapter 6 is the
discussion and analysis of the findings of the study and is also organized according to the
research questions. Finally, Chapter 7 includes the conclusions and recommendations.
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CHAPTER TWO
THEORETICAL FRAMEWORKS AND LITERATURE REVIEW

The combination of micro and macro levels of analysis is not a new topic within
anthropology and other social sciences. This dual form of analyzing and explaining
human behavior (i.e. structure vs. agency, individual vs. culture, romanticism vs.
humanism) has prevailed since the Enlightenment and has been a central part of the
development of anthropology. All anthropological research grapples, in one way or
another, with micro and macro aspects of human behavior. The difficulty lies in reaching
an adequate combination of these levels so as to analyze individual agency without losing
sight of the larger structures in operation, the local context while including the role of
global processes, and current populations without disregarding profound historical forces.
Several authors have demonstrated how a synthetic approach can make important
contributions to the analysis of the complexity involved in human behavior and
interaction (Baer et al. 2003; Gupta and Ferguson 1997; Moore and Sanders 2006; Ortner
1984). In order to accomplish this combination, however, the researcher must search for
compatible, yet unique, theoretical frameworks that can account for the aforementioned
layers of study. As Moore and Sanders have indicated, ―different kinds of theories work
at different analytical levels, and what may be required are composite theories where
different kinds of propositions, analytical terms, and data are appropriate to different
levels and indeed to different temporal frames‖ (2006:15).

18

In this dissertation I combined the critical medical anthropology framework
(CMA) and narrative research (most often used within the interpretive medical
anthropology framework) in order to study the experiences of pediatric oncology patients
traveling to Buenos Aires to access medical attention. The combination of CMA and
narrative research helped bridge micro and macro levels of analysis (in its spatial,
temporal, and substantive forms) and contributed to the understanding of cancer
treatment, the social construction of childhood and parenting, and medical travel.

Critical Medical Anthropology
Critical medical anthropology emerged out of the concern that medical
anthropology research was culturally determinist and inattentive of the larger political
and economic factors that influence the lives of individuals (Onoge 1975; Singer 1990).
Furthermore, previous studies were considered ahistorical and atheoretical (Elling 1980)
and incognizant of the ways in which doctor-patient relationships are constructed
according to other class, gender, and age relationships in society (Navarro 1976;
Waitzkin 1976, 1991). Medical anthropologists were blamed for maintaining a ―clinical
bias‖, that is, of participating in the expansion of processes of medicalization by not
questioning biomedical ideas and practices and, thus, devaluing non-Western medicine
(Gold 1977; Singer 1990; Yoon 1983).
CMA recognizes that health is political; it acknowledges that inequalities in the
distribution of health and disease are the product of class, gender, and ethnic categories;
recognizes the colonizing role of both anthropology and medicine; and seeks to change
unequal and oppressive models of healthcare (Baer et al. 1986; Estroff 1988; Pelto 1988;
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Scheper-Hughes 1990; Singer 1989, 1990, 1995). Spatial and temporal arrangements of
health and disease are analyzed in relation to power differentials both inside and outside
medical spheres (Armstrong 1988; Frankenberg 1992). This anthropological framework
allows us to view biomedicine as one of many explanatory models of health and disease,
therefore acknowledging the value of other types of medicine (Singer 1995). In doing so,
it leads researchers to look at the different ways in which biomedical discourse became
dominant throughout history and the role it has played in the constitution of modern
societies, and the creation of specific subjects (Foucault 1963; Waitzkin 1991). CMA
incorporates the anthropological holistic approach and considers all aspects of human
society when analyzing particular treatments or healthcare models (Singer 1995). Finally,
this framework indicates that medical knowledge and practice are neither homogeneous
nor static and that ―there exist ‗institutional and situational openings‘ for influence and
activity at many points in health care systems‖ (Singer 1995:87).
The incorporation of the Marxist concept of praxis is an important component of
CMA. Praxis refers to ―the active process by which human beings establish a relation
with objects of the external world and with one another‖ (Patterson 2009:57). This
conceptualization of human activity became an important part of critical medical
anthropology which sought to transform its research into a ―potentially potent weapon in
social struggle‖ (Singer 1995:99). The recognition of historical backgrounds,
contradictions in social relations, and imbalances of power in social categorizations
(class, race, ethnicity, etc.) make CMA an adequate framework for raising social
consciousness and empowering subordinated groups (Singer 1995:99).
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Although CMA is now a widely acknowledged framework within medical
anthropology, it received a good share of criticisms over the years. Some argued that the
researchers who self-identify as critical medical anthropologists do not maintain enough
shared theoretical premises so as to constitute a coherent line of thought (Csordas 1988;
Kunitz 1988; Pelto 1988). Others questioned its ability to contribute to empirical research
(McElroy and Townsend 2004: 73; Pelto 1988). CMA also received critiques regarding
its interpretation of concepts such as hegemony and was accused of consistently
representing biomedicine in negative form (Csordas 1988; Estroff 1988). According to
Csordas, ―where hegemony is by definition something to be struggled against, the
consequence of a concept like biomedical hegemony is to preclude recognition of any
liberating elements of biomedicine‖ (1988:418). Therefore, when analyzing biomedicine,
CMA neglected to look at the provision of healthcare as a place of resistance and political
transformation.
Associated with this point, scholars employing CMA have also been accused of
failing to recognize and represent the active role of individuals (Estroff 1988; ScheperHughes and Lock 1986). According to Estroff (1988), this lack of consideration of
individual perspectives is reflected in the limited number of informant quotes and other
forms of ethnographic data presented in CMA articles (Estroff 1988:425). ScheperHughes and Lock have expressed similar concerns arguing that CMA ―tended to
depersonalize the subject matter and the content of medical anthropology by focusing on
the analysis of social systems and things, and by neglecting the particular, the existential,
the subjective content of illness, suffering, and healing as lived events and experiences‖
(1986:137). This ―depersonalization‖ led other authors to conclude that there was a
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disconnection between micro and macro levels of analysis in CMA studies (Scheder
1988).
Another important critique received by CMA has been its lack of consideration of
the relevance of studies produced within biocultural medical anthropology and,
particularly, its unwillingness to incorporate concepts of evolutionary theory and
ecological perspectives (Wiley 1993). Wiley (1993) argued that the misinterpretation of
the concept of adaptation by Singer (1993) and others (Morgan 1993) has produced an
unnecessary divide between CMA proponents and biocultural medical anthropologists
and while the latter have incorporated ―critical‖ perspectives, the former have not
engaged in the same theoretical reformulations. A consequence of this has been CMA‘s
lack of consideration of the human body in its biological and evolutionary dimensions
and its neglect of the larger ecological processes involved in the determination of health
and disease (for exceptions see Baer 2008; Whiteford 1998).

Narrative research
Literary turns in anthropology, influenced by the interpretive shifts during the
1960s and 1970s, transformed narratives into a legitimate focus of analysis (Rapport and
Overing 2000:283). The concept of narratives has been used by researchers in many
different ways ranging from a purely abstract conception of the way an individual
perceives reality to a more practical methodological tool used to grasp the individual‘s
experience (Ewick and Silbey 1995). Narrative research is based on the idea that
―experience is shared and that experience itself is storied, or it has a narrative pattern‖
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(Sandelowski 1991:162). Narratives can be descriptive and explanatory and emphasize
textual, ideational, and interpersonal matters (Mishler 1986; Polkinghorne 1988).
Individuals can implement different formats or narrative types (Frank 1995;
Loseke 2007) to express and deal with events in their lives. These culturally-available
types of narratives act as guidelines that people adapt or combine to tell their own story
(Frank 1995:75). Narrative types also share common components: narrators, plots,
settings, and characters (Gubrium and Holstein 2009). This is the main reason why
narrative researchers are interested in the content of stories and in their ―narrative
transactions‖ (Herrnstein Smith 1980). The former refers to what is appropriate to tell
while the latter alludes to how stories are told (Ewick and Silbey 1995).
One of the main motivations behind recognizing the narrative form of illness and
human experience in medical anthropology was the need established by researchers to
transform the individual into the main focus of analysis (Good 1994). This recognition
was followed by the development of a series of patient-centered approaches (Wright and
Morgan 1990) in the form of explanatory models (Kleinman 1980), patient-centered
classification systems (Borkan et al. 1995), coping style typologies (Estroff et al. 1991),
illness stories, careers, and trajectories (Crossley 1999; Mathieson and Starn 1995;
Robinson 1991) and treatment narratives (Sered and Tabory 1999).

The main idea

behind these approaches was that even though each individual‘s experience is unique,
there are certain events in life, such as illnesses, and certain contexts (i.e. the clinic),
which produce specific narrative types (Ewick and Silbey 1995). According to Frank
(1995), there are three types of narratives that an ill person tells depending on each
experiential moment: restitution, chaos, and quest narratives. These can be alternated and
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repeated, but the teller will make combinations based on the temporal/spatial context and
cultural and personal preferences (Frank 1995:77).
The construction of personal narratives is a creative and iterative process. As
Mattingly et al. (2002) have indicated, narratives can portray multiple discourses,
allowing the teller to express multiple positionalities. This flexibility lets the researcher
visualize the different forms of social membership experienced by the teller and their
movement through various spaces and timeframes (Mattingly et al. 2002). The fluidity
and malleability of narratives is the reason why many medical anthropologists have used
them to explore the complexity and impermanence of illness and treatment experiences.
Narratives not only express individual feelings and identities, but they also
provide meaning into daily interaction (Mathieson and Starn 1995). As Antelius has
indicated, narratives ―allow the possibility of grasping connections between actions and
events and thus also allow the possibility of forming a whole out of parts‖ (2007:325).
Furthermore, narratives have inherent temporal dimensions because they involve
sequences of events, feelings, relationships, or spaces (Rapport and Overing 2000:283).
Therefore, narratives allow the researcher to identify the particularities of the subject‘s
experience, organize the subject‘s actions with those around him/her or with external
factors that might influence his/her decision-making process, and make meaning out of a
series of events (Park 2008:239).
Since narratives are not final, they shed light on the negotiation of meanings and
social relationships (Borkan et al. 1995:978). Multiple forms of narratives (personal,
cultural, organizational, etc.) can exist in one particular context generating competition
and conflict between meanings (Loseke 2007). Several authors have focused on the
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permanence of certain cultural narratives and the role these stories play in the
maintenance of the status quo. Ewick and Silbey (1995) have labeled the narratives that
reproduce dominant ideologies within societies as ―hegemonic tales‖. Narratives have
hegemonic potential in the sense that stories are effective mechanisms for the
transmission of messages; they can ―colonize consciousness‖ (provide believable plots),
and conceal the actors behind their production (Ewick and Silbey 1995). Therefore,
dominant ideas and values can become integrated in multiple narratives without effort,
contributing to the reproduction and, in some cases reification, of social conventions and
ideologies (Ewick and Silbey 1995:212). In medical contexts, generalizations about
individuals lead to the construction of stereotyped patient narratives (i.e ―the noncompliant patient‖, ―the migrant patient‖). The influence of these narratives on the design
and implementation of public health policy can lead to the institutionalization of
inadequate depictions of patients, thus reproducing inequalities in health-service
provision.
In the same way that narratives reproduce social hierarchies, they also entail
action. As Garro and Mattingly have indicated, ―storymaking is fashioned to convince
others to see and comprehend some part of the reality in a particular way so that what
happens follows from the way things are portrayed to be‖ (2000:261). Therefore, all
narrative construction is based on a particular moral framework where individuals decide
what to tell, when, where, and how to tell it according to their interests. These active
qualities can transform narratives into strategies, that is, they can be used to cope with
particular experiences, provide a sense of order, and transform the context where the
narrator lives (Hunt 2000:90). Specific parts of stories can be refashioned to provide the
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storyteller with a new sense of agency (Harvey et al. 2000) or ―subversive stories‖ can be
developed to go against pre-established social systems (or hegemonic tales) (Ewick and
Silbey 1995). Narratives have subversive potential in the sense that they break with the
silence and make the individual‘s presence and voice noticeable (Ewick and Silbey
1995:220).
Narrative research clearly situates individuals at the center of anthropological
analysis, but, according to several researchers, it sometimes loses sight of many factors in
the process. One of the main critiques made towards this framework is that it does not
pay attention to the power relations involved in clinical encounters (Baer et al. 2003).
Theoretical frameworks that explain human behavior only in terms of meaning-systems
tend to represent individuals as causal in the own right and contribute to the obfuscation
of social structures (Lewellen 1983; Singer 1990). This was actually a critique received
by all interpretive and symbolic lines of thought in anthropology where analyses were
seen as apolitical and the persuasive power of some beliefs (and ideologies in general)
over others were not taken into account (Asad 1979; Comaroff 1985). Furthermore,
interpretive theory (and consequently narrative research) failed to consider the role of
historical and political processes in its study of cultural creation and transformation
(Gupta and Ferguson 1997:4).

The use of narratives in this dissertation
Even thought the critical medical anthropology framework and the narrative
approach within interpretive medical anthropology are currently recognized as distinct
perspectives, they have several points in common. Both approaches recognize the socio26

cultural constructions of disease and medical practice and establish the importance of
taking into consideration the context in which individuals participate and maintain social
relationships (Wiley and Allen 2009). Both perspectives present critiques of the authority
of biomedical thought and practice and shed light on the processes behind the creation of
knowledge (Good 1994; Singer 1990).
CMA, in its utilization of political economy, represents a useful framework for
understanding the political aspects of health, the particular temporal and spatial
arrangements imposed by biomedical thought and practice, and the use of health care
delivery as an instrument of governance (Armstrong 1988; Frankenberg 1992; Singer and
Castro 2004). Arguably, where it has been less successful is in the recognition of the
variability of individual experience and as such received similar criticisms to those
offered to other Marxist frameworks where individuals were seen as passive recipients. It
is with the ―narrative turn‖ in anthropology that larger questions about the extent and
consequences of human action and the constitution of individual experience were posed.
Narrative research thus represents one of the ways through which we can understand the
interpenetration of the forces recognized by critical medical anthropologists in everyday
life without neglecting the mechanisms individuals use to transform them. The
compatibilities and complementarities between CMA and narrative research can be used
to synthesize the micro and macro levels when analyzing the three main components of
this dissertation: cancer treatment, the social construction of parenting and childhood, and
medical travel.
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Treatment narratives
One of the main difficulties encountered by chronic disease researchers is the
need to capture the individual experience of chronic disease lived by each patient while
not losing sight of the structural constraints that make up the larger political and
economic context where care is delivered and received. While some researchers have
proposed a macro approach for the study of medical diagnosis and treatment as well as
other processes of health and disease (Armstrong 1988, 2002; Singer 1986; Taussig
1980), most of the studies on chronic disease treatment focus solely on individual
experiences (Kleinman 1980; Kleinman et al. 1978).
In the case of this dissertation, a focus on treatment narratives illustrated the
different paths of chronic disease experiences according to the patient‘s stage of disease,
prognosis, or symptoms, and their specific biographical characteristics (Ezzy 2000; Good
and Del Vecchio-Good 1994; Hunt et al. 1989; Mathews et al. 1994; Wright and Morgan
1990). The fact that chronic diseases cannot be cured generates profound temporal
disruptions in the patient‘s life (Kleinman 1988). On the one hand, the illness becomes
inseparable from the individual‘s life history (Kleinman 1988). On the other hand, the
management of chronic disease treatment disrupts daily routines and time
conceptualizations (both in the present and future) (Little et al. 1998). Even though there
are general stages of chronic disease trajectories, a focus on individual experience points
to the fact that these stages are not always experienced with the same intensity; there are
acute episodes, relapses, and times when the symptoms of the disease might not even
seem apparent (Strauss and Glaser 1975; Jackson 2005; Rieman and Schutze 1991;
Thorne 1993).
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Time is also conceptualized and experienced differently depending on patient
prognosis and severity of the illness. Following Ricoeur‘s (1984) concept of narrative
time, Del-Vecchio Good et al. (1994) found that the uncertainty in patient time horizons
generates anxiety in patients and physicians and both recur to conceptualizing time in the
form of immediacy instead of maintaining ideas of the future (Del Vecchio et al. 1994).
Other authors have documented a similar situation where instead of immediacy, time is
conceptualized as ―a scarce resource‖ (Hansen and Tjørnhøj-Thomsen 2008:376).
The chronic disease and its treatment can also have effects on the patient‘s
representation of the self (Mathieson and Starn 1995). Aldrich and Eccleston (2000) in
their work with chronic pain, have argued that, ―chronic pain functions socially to fold
self inwards, almost as a form of social implosion‖ (Aldrich and Eccleston 2000:1640).
In other words, the process of dealing with the legitimating of pain by the outside world
has an effect on the individual‘s conceptualization of the self which directs the physical
experience of pain beyond the physical body (Aldrich and Eccleston 2000:1640;
Baszanger 1989, 1992; Del Vecchio Good et al. 1992; Garro 1994; Hilbert 1984; Scarry
1994)). This ambiguous and transitional nature transforms chronically ill patients into
disturbing individuals and provokes stigmatizing reactions in others (Jackson 2005;
Kleinman 1988).
A micro level analysis of space sheds light on the effects coming in contact with
medical spaces can have on individual experiences. The maintenance of power relations
between healthcare professionals and patients depends on the establishment of control
over temporal and spatial dimensions (Frankenberg 1992). Little et al. (1988) have
proposed the concept of ―boundedness‖ to understand how chronic patients situate
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themselves in temporal and spatial contexts. These authors found that residing in medical
institutions contributes to a sense of disempowerment among patients because they feel
confined to particular spaces, depend on other people, and their schedules are determined
by the institutions (Little et al. 1988). Furthermore, chronic disease, in its iterative
demand for medical attention, constantly reminds patients of their disease and their state
of ―patientness‖ (Little et al. 1998).
These time-space structures are not static and permanent, but are the product of
constant negotiation among actors. As Thorne has indicated, ―it has been noted that
chronically ill patients and their families are indeed perceived as ‗troublesome‘ within the
health care system by virtue of their greater commitment to controlling their own health
care and their heightened capacity to judge the quality of health care work‖ (1993:54).
Patients and family members demand specific spatial and temporal arrangements during
hospitalizations; they create particular relationships with healthcare professionals, and
negotiate medical recommendations (Thorne 1993).
A macro level analysis indicates that the challenges experienced by chronically ill
patients also concerns issues of access to care and the financial burden placed on patients
and their families. The few studies that have applied a critical medical anthropology
perspective to the analysis of chronic disease treatment have pointed to the complexity
behind securing long-term access to medical attention (see for example Becker 2004;
Kaufman 1988). Prolonged waits, inaccessibility of medication, unclear bureaucratic
procedures, and lack of coverage or qualification for care are some of the main obstacles
that have been explored (Becker 2004; Gibson 2001; Kaufman 1988). During this
process, the patient‘s life is not the only one to suffer transformations, as family members
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and professionals providing care must adjust to the needs and desires of the chronically ill
person (Bury 1982) while being restricted by budget cuts, ephemeral health policies, and
lack of political support (Gibson 2001; Kaufman 1988).
Another way in which the impact of political and economic structures has been
analyzed in chronic disease research has been through the role played by institutions in
the social construction of diseases, the expansion of processes of medicalization, and the
creation of new socially accepted types of patients (Aldrich and Eccleston 2000). On the
one hand, these processes serve different purposes as the legitimization of new diseases
provides benefits to the medical and pharmaceutical industries in allowing the creation of
new markets and new forms of intrusion into everyday life 1. On the other hand, the
struggle for the recognition of new chronic diseases has also been enacted by patients in
order to transform harmful and stigmatizing medical practices or demand adequate
medical attention (Mechanic 1995).
In the case of cancer, its representation as a disease where the body attacks itself
(in contrast to attack performed by an external agent) as well as the invasive and painful
procedures which form part of the treatment contribute to the transformation of bodily
concepts in patients. According to Mathieson and Starn, ―physical symptoms, which are
1

Research on biomedical history has demonstrated that medical concepts of time and space are products
of social construction (Lock and Gordon 1988). Foucault’s (1963) historical reconstruction of the clinic as
a legitimizing space for medical authority and the construction of the medical subject (through the clinical
gaze) sheds light on the recent development of medical knowledge and, consequently, on the design of
specific temporal and spatial arrangements (see also Armstrong 1988). These were generalized
transformations, but it is also important to take into consideration that certain diseases demand
modifications of standard temporo-spatial dimensions. As Armstrong has indicated for the case of chronic
illness, “while in the realm of research, illness required continuing observation, in patient management, it
demanded continuing care” (1988:216). Continuity of care posed difficulties for a post-war medical
system characterized by fragmentation, thus leading to the instauration of complex and detailed
mechanisms of medical record-keeping. The recollection of medical histories replaced previous models of
healthcare delivery where each physician-patient encounter was seen as a unique event (Armstrong
1988). Patient biographies became issues of concern and turned medical attention to notions of past,
present, and future.
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difficult to ignore, signal that the person cannot even count on her body to work in a
reliable fashion, in addition to the possibility that in some cases they may signal
recurrence of the disease‖ (1995:294). The body, then, becomes a marker; a marker of the
disease, but also a marker of previous behavior (associated with feelings of blame and
culpability), current expectations, and future possibilities. This notion of the causality of
the disease in the form of previous behavior (i.e. smoking, drinking, sexually transmitted
diseases) and patient blame is a factor prevalent in adult cancer patients, but the fact that
child patients are not ―blamed‖ for their disease is important to consider as it might be
linked to ideas on child innocence which predominate in biomedical discourse.
Cancer treatment tends to leave more traces on the body than the disease. The
loss of hair, scars from surgery, weight reduction, catheters or IV lines all lead to the
identification of the individual as a cancer patient and contribute to processes of
stigmatization (Mathieson and Starn 1995). This is further exacerbated by the reduction
of patient experiences to the body and disease.

The discourse surrounding cancer

treatment is heavily militarized where the disease must be ―defeated‖ by medical science
and technology. These metaphors are in many ways related to the representations of the
immune system within medical literature, where it is glorified for its complex
organization and precision (Haraway 1993:367). However, when this system fails, (as in
the case of cancer), it is up to biomedicine to continue the struggle against uncontrolled
and unregulated cells. The child body with cancer is seen in a dual form (vulnerable and
plastic) where the fight against cancer is difficult, but the child body can recuperate
faster. This is most evident in the literature on the long-term effects of cancer treatment.
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A large portion of the medical literature has, therefore, focused on the possibility of
treatment recovery and the readjustment of growth 2.
In the face of all of the uncertainty that a cancer diagnosis generates, the process
of ―returning to the body‖ to search for explanations generates both comfort and anxiety.
This is further complicated when decisions regarding one‘s own body are made by
healthcare professionals, and in the case of children, also by parents. This lack of
decision-making power is also felt at the level of not being allowed to represent their own
bodies and describe symptoms, desires, and needs during treatment (Bluebond-Langner
1978). But where the body is analyzed as the product of social and political molding, it
should also be seen as a source of agency and intentionality (Csordas 1999).

The narratives of traveling patients
The travel endured by individuals in search of medical treatment and alternative
therapies is not a recent phenomenon. The sick and their family members have long
sought assistance among healers in different parts of the world or have participated in
pilgrimages to sacred places in search for cures for their illnesses (Pafford 2009). Those
suffering from diseases such as tuberculosis or different types of bone pathologies have
traveled to warmer, humid climates to reduce the burden of the disease on their bodies
(Armus 2007; Bookman and Bookman 2007).

2

No consensus has been reached as to during which ages cancer treatment has the least long-term
effects. Some authors have affirmed that age at diagnosis is inversely correlated with eventual height loss
(Davies et al. 1995). They have explained these findings by stating that on the one hand the hypothalamopituitary axis is more sensitive to radiation when patients are young and on the other hand children have
reached a smaller portion of their adult height at the age of 8 years or younger (Noorda et al. 2001). In
contrast, other studies have found that recovery after treatment is likely in pediatric patients (Meistrich et
al. 1997; Mukherjee and Shalet 2003; Ogilvy-Stuart and Shalet 1995; Pateder et al. 2001; Rivkees and
Crawford 1988).
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Medical tourism and cross-border care
Contemporary travel in search for medical attention continues with these practices
but has acquired different characteristics. As Bookman and Bookman (2007) indicate,
processes of globalization have created transformations in the ways in which medical
attention is sought abroad. According to them, the reduction in transportation costs, the
increase in quantity and accessibility to information, and the liberalization of health
services and trade have contributed to the explosion of medical tourism (Bookman and
Bookman 2007:4). Certainly these factors have not only increased the volume of patients
traveling to other countries, but also the frequency of travel and the variety of treatments
sought abroad.
The migration of individuals seeking care has been studied under the concepts of
medical tourism and cross-border care (Bookman and Bookman 2007). Medical tourism
has been defined by Carrera and Bridges as ―the organized travel outside one‘s natural
healthcare jurisdiction for the enhancement or restoration of the individual‘s health
through medical intervention‖ (2006:449). This appears to be a widely accepted
definition among researchers, but it creates some confusion as to what should be
considered medical tourism due to the fact that medical intervention is never defined. The
sole term ―medical tourism‖ assumes that the individuals who are traveling are from
middle or upper classes who decide to travel voluntarily to reduce their expenses or avoid
delays in their home country (Kangas 2002, 2007; Sobo 2009). Furthermore, the term
tourism makes it seem as if the patients remain a relatively short period of time in the
country (enough for the medical intervention and, in some cases, recovery) and that the
reason behind the travel is an elective procedure such as plastic surgery or reproductive
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technologies (Bookman and Bookman 2007; Jones and Keith 2006; Morris 2008; Mulay
and Gibson 2006; Pennings 2004). Finally, most of the research on this topic has focused
on international medical travel or cross-border care, thus neglecting the population
movements in search for medical attention that take place within countries (Hermesse et
al. 1997; Leidl and Rhodes 1997; Ramirez de Arellano 2007).
One of the reasons why medical tourism research might have neglected the
complexity and diversity behind individual migration experiences is that most studies
have implemented macro level approaches. Most studies stem from disciplines such as
economics, business, tourism studies, and biomedicine, making the discussion on medical
tourism more an issue of health expenditure, insurance coverage and corporate profit
(Connell 2006; Horowitz and Rosenweug 2007), and less about the actual experiences of
individuals seeking healthcare abroad. The literature produced within the medical
sciences tackles similar issues (with the occasional mention of the ethical dilemmas
involved in transnational medical attentions) and reproduces financial concerns (Dunn
2007; Klaus 2006; Milstein and Smith 2006; Pafford 2009).
Anthropological studies have demonstrated that migration is not only structurally
organized, but also individually motivated (Low and Lawrence-Zuniga 2003). As Pieke
(1999) has indicated, migration studies have moved from macro analyses of the flows of
people to the study of individual migration experiences. This theoretical and
methodological shift is based mainly on the recognition of the heterogeneity of migrant
groups and the empirical demonstration that the migrant experience is shaped by the
characteristics of the individuals who are migrating as well as the structural factors
present in arrival areas and places of origin (Fairchild 2004; Fassin 2005; Lipovec 2008;
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Romero-Ortuño 2004). The child and parent who migrate to obtain medical treatment for
the child will certainly have different experiences from those of other migrant groups.
Another limitation in medical tourism research is the lack of implementation of
critical and specifically political economy frameworks. The arguments made by medical
tourism researchers mirror those presented by globalization theorists who believe that
globalization ―entails a shift from two-dimensional Euclidian space with its centers and
peripheries and sharp boundaries, to a multidimensional global space with unbounded,
often discontinuous and interpenetrating sub-spaces‖ (Kearney 1995:549). A trend has
been to represent these processes of deterritorialization as having the potential to liberate
individuals, communities, identities, or economic processes from clearly bounded and
delimited spaces. Anthropologists have provided extensive critiques to these
representations of time and space in our globalized world; critiques which can also be
used to understand the processes involved in medical travel.
One of the main limitations of seeing the increase in global flows of people,
goods, and ideas as liberating and homogenizing is that not enough attention is paid to the
politics of time and space. Harvey (1989) has proposed that contemporary capitalist
political economy is based on a form of time-space compression where relocation and
faster production benefits companies while reducing the labor protection and
opportunities of laborers. Furthermore, regional economic differentiation is exacerbated
and access to employment is reduced for specific populations (Kearney 1995). The
increase in mobility needs to be understood within previously established regimes of
power where territorial limitations still have tangible consequences on the lives of
individuals (Ong 1999).
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Political and economic processes determine the availability of public services and
the definition of entitled populations (Baer et al. 2003). The failure to distribute health
services evenly among geographical regions sends a clear political message. Biehl (2005)
has proposed the concept of ―zones of social abandonment‖ in the attempt to theorize the
lifecourses of socially unmapped populations. Biehl argues that those that are
abandonados (abandoned) experience a social death which precedes their biological
death (2005:52). He applies Agamben‘s (1998) concept of ―bare life‖ where the state
relies on the use of two main categories in order to maintain its sovereignty: bare life that
is common to all animals (zoe) and human experience (bios) (Agamben 1998). This
distinction allows the modern state to exclude or kill specific individuals with impunity
because they have been stripped of the bios, that is, their political rights but remain under
the state‘s control through the zoe (Agamben 1998, 2005).
If we implement this perspective when analyzing healthcare models, we can see
that citizenship (and the rights associated with it) acts as a flexible category, creating
limits for certain individuals at specific times (Agamben 1998). As Appadurai has
indicated, ―the cultural ideologies of the nation-state demand discrimination among
different categories of citizens even when they all occupy the same territory‖ (2003:339).
The deprivation of healthcare services in certain regions of the country responds to
political ideologies and a moral economy of health, factors which are themselves the
product of historical processes. Moral economy refers to ―the economy of the moral
values and norms of a given group in a given moment‖ (Fassin 2005:365). When applied
to healthcare delivery, this concept illustrates the beliefs and prejudices associated with
certain groups attempting to receive medical attention and the policies used to restrict
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their access (Farmer 2003; Fassin 2005; Whiteford and Whiteford 2005). It demonstrates
how the use of a concept such as medical tourism, which represents travel as voluntary,
can be problematic because the larger economic and political structures that force this
type of migration are not taken into consideration.

Medical travel
The problems with the term of medical tourism are the main reason why medical
anthropologists have proposed the term medical travel to maintain some degree of
neutrality (Sobo 2009). Anthropological research on this topic focuses on the private
industries profiting from medical travel (insurance companies, medical ―facilitation‖
companies, and accreditation agencies), the effects of the influx of foreign patients on
local health systems, and the individual trajectories and experiences of patients
consuming health care abroad (Kangas 2007; Sobo 2009; Whittaker and Speier 2010;
Whittaker et al. 2010). These studies have pointed to the different ways in which this
globalization of medical attention contributes to the exacerbation of inequalities in the
access and quality of medical services (Whittaker and Speier 2010; Whittaker et al.
2010). Whittaker and colleagues (2010) have analyzed how the treatment of medical
travelers leads to the creation of two-tiered health systems, where foreigners receive
services that are not available for local populations.
Other researchers have focused on the packaging and marketing of these travels,
highlighting the different ways in which the provision of medical services abroad can be
sold as part of a ―high class‖ experience (Sobo 2009) or intertwine with preconceptions
of exotic foreign lands and friendly locals (Ackerman 2010). In her analysis of
38

individuals suffering from neurodegenerative disorders who are traveling for fetal cell
transplants, Song (2010) described the different ways in which these journeys acquired
religious dimensions similar to those found in the discourse of people involved in
pilgrimages. Another area of research in this field has involved patients ―coming home‖,
that is, migrants who return to their place of origin to access medical attention or
medication (Horton and Cole 2011).
Kangas‘s work (2002, 2007) among Yemeni cancer patients searching for medical
treatment abroad has shed light on the personal experience of traveling while ill that was
missing in other studies. The multi-sited ethnographic research carried out by this author
pointed to the role played by family expectations and perceptions of the care received in
particular places in their decisions to seek medical attention in other countries. Even
though the process of sending patients abroad creates evident financial burdens on the
remaining family members, the decision to travel is regarded as the only way to do
everything possible to cure the ill person (Kangas 2002).

Medical geography
Even though the studies carried out in the emerging field of medical travel can
make contributions to the understanding of the experiences of the traveling children and
parents in this dissertation, their application is limited in the sense that they have focused
on international travel experiences, and with the exception of Kangas (2002, 2007), have
analyzed patients who travel due to non-life threatening conditions (i.e. reproductive
technologies). However, the internal flow of patients due to inaccessibility of medical
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services has been a common topic of discussion in the field of medical geography 3 and
contemporary research in this area has been flexible enough to incorporate ethnographic
methodologies for the analysis of patient experiences.
Initially, most studies implemented a positivistic analysis of space and the
movement of individuals, relying mainly on quantitative methods and rigid forms of
spatial measurement (Gatrell and Elliott 2009:24). Different attempts of theoretical
transformation led to a conceptual expansion where social interactionist or constructionist
perspectives privileged the concern over meaning, and the idea of place4, came to play a
more important role (Gatrell and Elliott 2009). When applied to the examination of
patients‘ access to medical services, this idea of place becomes relevant in the sense that
the hospital where care is provided (and in the case of cancer, where patients might live
for months) is subjected to a constant attribution of personal meaning. These ideas and
perceptions of place influence the patient‘s treatment experience and are intrinsically
linked to families‘ decisions to migrate (Kangas 2002). Previous negative experiences,
rumors, and intuition conform what medical geographers have called emotional
geographies, where people, places, and emotions intersect to create personal attitudes
towards specific locales (Davidson et al. 2005; Milligan 2007).

3

I use the term medical geography due to its widespread recognition, but attention must be paid to the
fact that this term has been critiqued due to the limited spectrum of the term “medical” and other labels
such as “post-medical geography of health” (Kearns 1993) and, more recently, “geographies of health”,
(Gattrell and Elliott 2009) have been proposed.
4

Term originally proposed by Eyles (1985) and defined as “an interactive relationship between daily
experience of a (local) place and perceptions of one’s place-in-the-world” (Kearns and Gesler 1998).
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Larger regions, usually called landscapes5, are sought after because they are
believed to provide relief and healing (denominated therapeutic landscapes 6) or avoided
because they are associated with negative perceptions and feelings (landscapes of
despair) (Gatrell and Elliott 2009; Kearns and Collins 2010). The concept of landscape
includes the physical transformation of areas by human actions, the personal mental
configuration of places, and the social and political construction of a specific region
(Kearns and Gesler 1998: 7-8).
In the specific case of cancer, most of the studies conducted within this field have
focused on the spatial clustering of cancer cases as a way to link exposure to carcinogens
with incidence (Mayer 2010; Meade and Earickson 2000; Parkin and Bray 2006).
Unfortunately, the analysis of the flow of oncology patients for the securing of medical
services remains an unexplored topic. This is strange considering the significant number
of studies carried out on the migration of patients suffering from other diseases (HIV, for
instance) in the search for formal and informal care (Ellis and Muschkin 1996; Elmore
2006; Wood et al. 2000).

Children and parents’ treatment narratives
The anthropological interest on parenting stems back to the origins of the
discipline when authors such as Margaret Mead (1928) and Bronislaw Malinowski
(1929) studied processes of socialization and child rearing practices in multiple cultural
5

Defined as “the converging layers of history, social structure, and built environment at particular sites”
(Kearns and Collins 2010: 17).
6

This concept has been defined as “places that have achieved lasting reputations for providing physical,
mental, and spiritual healing” (Kearns and Gesler 1998: 8). Examples include spa towns, water springs,
temples, gardens, etc. (Gesler 1993, 1996; Milligan et al. 2004).
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contexts. Our understanding of the interaction between parents and their children has
changed over the years, incorporating the many different factors that exert influence on
parents‘ decisions and the relationships they maintain with their offspring (Erchack 1992;
Gaskins1996; Harkness and Super 1996; Weisner and Gallimore 1977; Whiting and
Whiting 1975; Zelizer 1985). This area of interest within anthropological inquiry has also
expanded to analyze and explain parenting within multiple contexts and in different life
stages.
Anthropologists have been instrumental in highlighting the social construction of
parenting and child-rearing practices and the changes these have endured over time.
However, many researchers have neglected the role children play in parenting; their
influence of the decisions made within the household, and the beliefs parents maintain
towards children and childhood (Ambert 2001; James and James 2004). It is regarding
this last point, that anthropologists of childhood have made the strongest contributions.

The medical construction of parents and pediatric patients
Modern ideas of childhood and parenting originated in the 19th and 20th
centuries. Researchers have linked the emergence of these concepts to the legitimating
and professionalization of the medical, educational, and criminalist disciplines (Ariés
1962; Rodriguez 2006; Scheper-Hughes and Sargent 1998; Stephens 1995a). Notions of
children‘s special nature and needs called for special attention to the child‘s emotional
development in the home and for formal education in the school aimed at preparing
children for the transition to an adult world (Ariés 1962; Stephens 1995a). It was around
this time period that the family emerged as the central unit of social organization and the
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domestic sphere acquired unique characteristics (Ferguson 2002). Women became the
main representatives of this area of social life and the individuals in charge issues related
to children and their upbringing (Grant 1998; Hrdy 1999).
Through its institutions and medical knowledge, the health system was
responsible for the education of both children and parents through different processes of
medicalization. An example of this medicalization of society is the intrusion of medical
thought and practice into family life. As Grant has indicated, ―as parenting has become a
more specialized occupation, it has also become dependent on information from expert
sources, not the least of which are pediatricians, psychologists, and the baby books these
professionals produce‖ (1998:3). The transformation of the child into a legitimate
medical subject allows us to visualize the institutionalization of discourses on children
and parents and the effects of this materialization of ideas on the lives of individuals.
Institutions ―set the rules of the game‖ by assigning roles and establishing specific places
and objects for individuals (Wiesner 2002). As Bronfenbrenner has indicated, ―it is not
primarily the family, but other institutions in our society that determine how and with
whom children spend their time, and it is these institutions that have created and
perpetuate the age-segregated, and thereby often amoral or antisocial, world in which our
children live and grow‖ (1970:152).
The origin of pediatric medicine was different to that of other medical specialties
in the sense that this emerging area did not focus on a specific part of the body (i.e.
gastroenterology, ophthalmology) or pathology (i.e. oncology), but on a particular subject
(Brett and Niermeyer 1998; Halpern 1988). The creation of a new category of
professionals and child experts was the product of several political and economic
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processes that took place at a global scale. Birn (2008), for instance, has indicated that
during the 19th Century, children became a demographic group of interest to Latin
American States because indices of child mortality started to be used at an international
level to determine the legitimacy and effectiveness of newly emerging governments. In
regions of the world experiencing high rates of immigration, young arrivals and first
generations represented instrumental pieces in the process of nation-building, pieces
which needed to be molded and polished by professionals in order to be properly
―civilized‖ (Rodriguez 2006).
These ideas on the child body and its development have, in some form or another,
remained in biomedicine. Several studies have indicated that one aspect of medical
conceptualization of the child‘s body is linked to ideas on uncontrollability, wildness, and
primitiveness (James et al. 1998; Mayall 1996). ―Managing of one‘s body‖ is an
important component of child learning processes in health and education contexts
(Mayall 1996:147) and it is due to the ―primitive‖ and unsocialized qualities of children
(and the inexperience of their parents) that experts need to intervene in their care
(Gleason 2008). This gradual incorporation of social norms transforms children into
unpredictable beings, even suspicious ones, when asked to provide medical information
in the form of descriptions of symptoms, pain, or discomfort (Gleason 2008).
In addition, pediatric medicine maintains a dual and contradictory representation
of the patient body (Colangelo 2008). On the one hand, the child‘s body is seen as
vulnerable in the sense that it is more susceptible to the contagion of disease, its
consequences are more intense, and its conditions evolve rapidly (Colangelo 2008). This
concept of vulnerability is based on medical attitudes towards body size and
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chronological age where small sizes and undeveloped features are associated with
pathology (Gleason 2008). On the other hand, the pediatric body is also represented as
containing plasticity, thus, exerting resistance to diseases and toxic treatments, and
recovering quickly (Colangelo 2008). According to Castañeda, this dual representation is
related to development models where childhood ―finds its value in potentiality‖ (2002:4).
As a consequence, the pediatric body is malleable, in constant transformation, and
incomplete (Castañeda 2002:2-3).
This concept of potentiality is linked to ideas on the futurity of children and the
―types‖ of adults they will eventually become. The establishment of international
standards of health care does not mean that all children are expected to grow into healthy
adults. A significant portion of the literature on child health has focused on highlighting
the different constructions of the child body in accordance to gender, class, race, and
ethnicity (Mayall 1996). From a historical perspective, research has demonstrated that
eugenics played an important role in the establishment of ―adequate bodies‖ during the
origins of pediatric medicine (Black 2003; Carol 1995). The establishment of medicalized
forms of disability and biologically-determined races, not only led to the comparison of
scales of ―normality‖, but also justified particular medical assumptions and attitudes
towards those deemed ―abnormal‖. The most extreme example was the representation of
mentally handicapped children as ―decadent stock‖ and their use in medical
experimentation (Sutherland 2008).

Other equally disturbing examples include the

administration of toxic or highly distortive treatment, forced sterilization, and denial of
medical care (Adams 1995; Benson 2001; Goodman et al. 2003).
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Legacies of these perspectives remain in medical practice, heavily determining
the participation of children in the decisions made regarding their health and well-being.
The prevalence of ideas on the incompetence of children in academic and non-academic
worlds has contributed to the idealization and mystification of childhood. Several
anthropologists have explored this process by arguing that children are often portrayed as
the enigmatic Other due to the static analytical models which were common in some
areas of our discipline (Caputo 1995; Gottlieb 2004). This situation was further
complicated by the fact that some researchers of childhood claimed that children possess
their own culture, thus contributing to the separation of child and adults categories
(Corsaro 2005; Hirschfeld 2002). Theories of child development and socialization have
also contributed to subjectification of children due to the fact that they focus on the
relationship between competence and age (James and Prout 1997; James et al. 1998;
Montgomery 2009). As Toren has indicated, in these models ―the child is taken to be
biologically an a-social individual who becomes social/cultural by virtue of actions
performed upon it by others‖ (1993:469). The concept of competence relates age to the
capacity children have of performing tasks, engaging socially or incorporating knowledge
(Boyden 1997; Hart 2006).
Even if various theoretical arguments have been made against them7, these
perspectives still occupy an important role in educational curricula, biomedical training,
and popular culture. Authors focused on pediatric medical treatment have argued that the
power relationships between patient and physician which are normally present during the
7

In a series of studies with terminally ill children, Bluebond-Langner (1978, 1989, 1996) directly questions
socialization and child development models arguing that the acquisition of information in these children is
not dependent on age, but on their experiences (see also Corey 1985; Eiser 1989; Gottlieb 2004; Keil
1989).
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medical encounter are exacerbated when the patients are children (Bibace and Walsh
1981). The exacerbation of power relationships is partially produced by the fact that
competence models indicate that children have age-based capacities for understanding
what is taking place around them (Ireland and Holloway 1996). The immediate
consequence of this is that healthcare professionals do not consider it important to
explain issues regarding the child‘s health and treatment or request the child‘s opinion on
these matters (Bibace and Walsh 1981; Sartain et al. 2000). Parents tend to act as health
care brokers for their children, modifying their sick role, interpreting symptoms, and
providing them with information (Balen 2000; Korbin and Zahorik 1985; Lloyd-Smith
and Tarr 2000).

Parents’ medical narratives
The practice of parenting can suffer alterations once parents or children enter
medical spaces (Mayall 2002; Timmermans and Freidin 2007). Studies have focused on
the medical socialization of parents by healthcare professionals (Schaffer et al. 2008;
White 2002). Researchers have also looked at how specific structural arrangements
within hospitals influence parent-child relationships (Blau 1980; Birch et al. 2007;
Pedersen et al. 2004). The disruptive effects of hospitalizations on children‘s everyday
lives have been documented by shedding light on the traumatic effects of certain medical
procedures, the transformations of their daily environment, and the separation from
family members (Aldiss et al. 2009; Balen 2000; Sartain et al. 2000). Other studies
carried out within the hospital context have focused on how communication patterns
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between parents and children change during medical treatment (Brody and Stoneman
1981; Cline et al. 2006; Lauritzen 1997).
Studies on parental agency have looked at the decision-making abilities of parents
whose children are receiving medical treatment and have pointed to the different ways in
which these abilities to make choices are constantly negotiated (Arribas-Ayllon et al.
2008; Einarsdottir 2009; Kelly 2009). Researchers have demonstrated that parental belief
models can vary and even be contradictory (Curry et al. 2002). Many researchers
working with parents of sick children have explored how their identity and ideas about
what constitutes a ―good‖ parent are transformed due to their child‘s diagnosis (Harden
2005; Milliken 2001; Young et al. 2002). Many of the issues related to parental identity
stem from ideas held in their larger social group that might stigmatize children with
particular diseases or disabilities. Ideas on what constitutes the "normal" child (defined as
adhering to established development models) and the "normal" parent‖ play a central role
in the analysis of parenting within the medical context (Craig and Scambler 2006; Gray
2002; McKeever and Miller 2004).

Children’s narratives
The anthropologist working with children struggles with ideas about children as
fully competent actors and traditional ideas about children as ―actors in the making‖
(Bluebond-Langner 1978). Contemporary studies within the anthropology of childhood
have provided extensive arguments on this matter, positioning children as participating
subjects rather than as the objects of adult research (Alanen 1992; James 2007), but this
was not always the case. Early ethnographic research included children as a marginal
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part of larger studies and was interested in understanding the cultural differences in child
rearing and socialization (Mead 1928, 1932). This early stage in the anthropology of
childhood was characterized by the collection of a large quantity of ethnographic data
that was used to either support or reject universalist psychological models of the time
(LeVine 2007:253).
During the 1960s, a large portion of the anthropological research directed at
children focused on the relationship between children and their caretakers, specifically:
parental concepts and practices of infant care, different stages of socialization, language
acquisition, and initial social interaction (LeVine 2007:254). Anthropologists began to
focus on the household, examining the roles different family members played on the
upbringing of children (Gaskins 1996, 1999; Weisner and Gallimore 1977; Weisner
1984). The incorporation of cultural meanings through the communicative participation
of children became an important area of exploration and ethnographic studies were done
all over the world to demonstrate the universality of skill and knowledge acquisition at
early stages in life and the influence of cultural contexts on processes of development
(Kernan 1969; Blount 1971; Harkness and Super 1977; Heath 1982; Schieffelin 1990).
These studies have received several critiques due to the fact that the researchers were not
thought to be studying children, but adults and the way they organized the environment in
which children develop (Caputo 1995; Hardman 1973; Hirschfeld 2002:614; Schwarz
1981; Stephens 1998; Toren 1993). As a consequence, children were represented as
culturally incompetent creatures, who are appendages to adult society, that is, adults-inthe-making (Bloch 1998; Caputo 1995; Hirschfeld 2002; James and Prout 1990;
Schwartz 1981; Toren 1993).
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Later studies acquired a more political stance, incorporating a poststructuralist
approach to the study of children by deconstructing the concept of childhood altogether
(Stephen 1995; Scheper-Hughes and Sargent 1998). They relied heavily on the historical
construction of childhood as a social and political category (Aries 1962). These studies
concluded that the Western concept of childhood was transmitted through the dominant
international discourse heavily promoted by multilateral organizations in order to erase
the local conceptualization of childhood and ensure the reproduction of international aid
or development programs (Scheper-Hughes 1987; Scheper-Hughes and Sargent 1998).
Anthropological research on children and childhood questioned the representation of
childhood as a separate stage of the lifecycle and pointed to the role professionals
(anthropologists included) played in its reproduction and its utilization as a form of
population control and regulation (Nari 1996).
Anthropological research with children (in lieu of research done on children or
about childhood) emerged with the recognition that structural characteristics shape
childhood, and arguing that children have the capability of reconfiguring this category in
everyday practice8 (James and Prout 1990; Boyden 1990). According to these authors,
comparative work on childhood should aim at ―the analysis of how different discursive
practices produce different childhoods, each and all of which are ‗real‘ within their own
regime of truth‖ (James and Prout 1990:27). Furthermore, the role of children within
larger society should be acknowledged where ―children‘s interaction makes a difference‖
(Mayall 2002:21) not only in reference to their own social position, but to other children,
8

Some utilized Bourdieu’s (1977) later concept of the habitus, with its emphasis on improvisation, and
described the ways in which children’s agency shaped the world in which they lived, while others, took
these ideas even further and identified forms of resistance and subversion (Hardman 1973; James et al.
1998; James and James 2004).
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the household, adults, institutions, and other forms of organization (James and James
2004). These studies incorporated children‘s voices to provide a critical understanding of
the processes and effects of globalization on local settings and to connect what children
say and feel about their lives with larger political, economic, and social issues (James
2007).
James et. al (1998) have argued that the category of childhood and the lives of
children represent a challenge to social theory. Child-focused studies force us to consider
the diachronic instability of the lifecourse (James et al. 1998:196; see also Uprichard
2008), spatial reconfigurations, and the dialectic relationship between the individual and
the structure that frames everyday context. In spite of these complications, child-focused
researchers have proposed a series of theoretical tools for studying children as actors.
Uprichard (2008) for instance has suggested that researchers of children embrace the
dualisms that characterize the stage of childhood by representing children as both ‗being‘
and ‗becomings‘. According to this author, ―the ‗being‘ child is seen as a social actor in
his or her own right, who is actively constructing his or her own ‗childhood‘, and who
has views and experiences about being a child; the ‗becoming‘ child is seen as an ‗adult
in the making‘, who is lacking universal skills and features of the ‗adult‘ that they will
become‖ (Uprichard 2008:304). This perspective accounts for child agency both in the
present and in the future. It proposes a more dynamic view of the life of the child,
understanding immediate experiences, but also the decisions children make to construct
their future lives (Uprichard 2008).
James and James (2004) have proposed that anthropologists study children
through three interconnected categories: childhood, children, and child. The analysis of
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childhood entails recognizing the structural characteristics of the child‘s life; the space
occupied by children ―as a collectivity‖ (James and James 2004:14). The term ―children‖
alludes to generational classifications, while the concept of ―child‖ is included to account
for individual representations of childhood. James and James (2004) believe that by
distinguishing between these concepts, child-focused researchers can understand the
structural determination of childhood without losing sight of the ways in which children
experience and negotiate these processes.
Another recent proposal made by anthropologists of childhood is that if we are to
fully implement the theoretical assumption that children are actors to its fullest extent, we
must consider children‘s perspectives not only in relation to their immediate child worlds,
but also in relation to the worlds of adults (Uprichard 2009). This proposal stems from a
critique of previous literature on child-focused research where children‘s perspectives
and voices were only obtained in reference to what have traditionally been labeled as
child domains (i.e. the school, peer cultures, toys and games, etc.) (Uprichard 2009).
However, children‘s lives go beyond these ―bounded‖ spaces. Recognizing children as
actors not only entails identifying the possibility of negotiating the relationships children
maintain with adults, but the actual transformation and reconstruction of adult worlds
performed by the presence of children. For instance, Ambert (2001) has proposed the
concept of ―child effect‖ to analyze the transformations in adult identity, household
organization, and adult social relationships that are produced by the integration of a child
into the family. This need to consider children in relation to their proximate adult worlds
is the main reason why this dissertation is focused on both children‘s and parents‘
narratives.
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A significant problem arises with these proposals for recognizing children as
actors. The representation of children as active contributors in all contexts does little to
address the diversity of action present in the everyday lives of children in various
settings, or even of different children in the same setting. In the search for the recognition
of the category of ―children‖ as a legitimate area of study, the anthropology of childhood
has contributed to its homogenization.

As a consequence, several researchers have

spoken of the need to consider multiple and coexisting models of childhood agency
where a child‘s capacity and motivation for action is highly dependent upon social
categories such as class, gender, race, and ethnicity (Beazley et al. 2009; Hecht 1998;
Mayall 1996). Furthermore, it is important to recognize that parents might have different
interpretations of what the agency of their child should entail (Gottlieb 2004; ScheperHughes 1992; Wayland 2004). Not only do we have to recognize the ―child effect‖
(Ambert 2001) but we have to be cognizant of the ways in which the relationships
between children and adults might be based on socio-culturally determined
conceptualizations of what children are and need.
A way in which this can be achieved is through the analysis of what children say,
that is, the study of the narratives constructed by children in everyday life interactions.
The process of advocating for the recognition of children‘s perspectives was based on the
questioning of the ‗hermeneutics of suspicion‘, where according to Scheper-Hughes and
Sargent, ―the narratives of children are subjected to a discrediting double test, one shared
historically with slaves and ethnographically, for example, with peasants: How can you
know when a child (or a slave, or a wily country person) was telling the truth […]?‖
(1998:14). The recognition of the historical muting of children‘s voices in anthropology
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was associated with the realization of their oppression and exploitation within larger
society (Chin 2001). This perspective was met with criticism from some anthropologists
who argued that this politicization of children‘s worlds (and the research process) was
detrimental to research on socialization because it deviated the researcher‘s attention
from the search for scientific knowledge and understanding (LeVine 2003 in
Montgomery 2009:46).

In contrast, authors such as Miller et al. (1990) have done

extensive work on the construction of child narratives by family members pointing to the
different ways in which children are socialized into telling stories in particular forms and
how they both accept and reject culturally accepted narrative models. Studies of child
language acquisition and socialization during early childhood have also contributed
significantly to our understanding of the co-construction of children‘s narratives (Fivush
et al. 2006; Haden et al. 1997; Peterson and McCabe 1994; Schieffelin and Ochs 1986).
In the case of this dissertation, this process of co-construction was not directly
evident due to the fact that children and adults were interviewed separately. Children and
parents shared some elements in the scenes and characters present in their stories, but the
actual process of narrative construction was carried out independently. The literature on
children‘s unassisted construction of narratives is not abundant, but the studies that exist
have pointed to how the mechanisms used to tell a story vary with age and experience.
Studies on storytelling and child development have demonstrated that at the age of 4
years old children can select the content of the story to suit the interests of a specific
audience (Schick and Melzi 2010). The complexity of the stories increases with age as
children learn to master the spatial and temporal organization of events (Peterson and
McCabe 1983; Stein and Albro 1997).
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The processes of narration as well as the elements found in the narratives have
also been seen to vary cross-culturally. This variation is related to the ideas regarding the
function of storytelling in specific contexts, the perception of children as either valid or
incredible storytellers, the structure of the language spoken by the child, and other social
categories such as gender and social class (Buckner and Fivush 1998; Gutierrez-Clellen
and Quinn 1993; Han et al. 1998). Another area of research on children‘s narrative
constructions has analyzed how the content of the stories and the descriptions of events
vary according to their life experiences. This is where studies on pediatric oncology
treatment have made important contributions.

Parents’ and children’s narratives during oncology treatment
Bluebond-Langner (1978) was one of the first authors to critique the universal
application of development models in the analysis of children‘s knowledge acquisition
and coping mechanisms. Her ethnographic research with pediatric oncology patients
demonstrated that children‘s ability to understand their disease and their management of
medical terms was not always associated with their age, but, in contrast, functioned in
accordance to the stage of treatment and medical procedures they were going through
(Bluebond-Langner 1978). According to her, the sole possibility of death, the spatial and
temporal transformations in everyday life, and the reduction in social interaction
contribute to the transformation of self-concepts among ill children (Bluebond-Langner
1978). Without completely eliminating the role played by physiological development
processes, Eiser and Havermans (1992) also argued that ill children reflect a different
understanding of diseases because they have firsthand experience of treatments (see also
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Eiser 1989). Further studies shed light on the significant amount of knowledge children
have of cancer etiology and mechanisms for prevention (Bluebond-Langner and
Schwallie 2008; Oakley et al. 1995; Varkula et al. 2010).
From this point on, several researchers have relied on children‘s and parents‘
narratives as a way of understanding treatment experiences, stages of hospitalization, and
the disruptions in other aspects of everyday life created by a cancer diagnosis. In a study
of pediatric oncology patients and their families, Woodgate (2006) found that a core
narrative of ―life is never the same‖ was composed of ideas regarding the losses endured
by patients, the desire to surpass this moment in their lives, and the feeling that one never
gets over or rid of cancer. Other studies have found that children and their family
members express the need to create a sense of normality in order to deal with the
uncertainty of the disease and treatment. Authors such as Saxton and Goversten (2000)
have even proposed that seriously ill children develop an ―alternate cognizance‖ in the
sense that the experience of the illness isolates the child in such a way that he/she is
fragmented and dislocated.
Another area of qualitative research with pediatric oncology patients and their
parents focused specifically on the process of receiving medical treatment. Aldiss et al.
(2009) found that young cancer patients (4 and 5 yrs.) were mainly interested in having
their parents near and toys at their disposal during hospitalization. Other researchers have
analyzed how children‘s and adults‘ perceptions of hospital spaces vary, with children
having specific lighting and sound preferences and exhibiting an inclination towards
areas that allow physical and recreational activities (Birch et al. 2007; for examples
beyond cancer see Adams et al. 2010; Curtis et al. 2004; Whitehouse et al. 2001).
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A larger portion of research has focused on the involvement of pediatric patients
in conversations and decisions made regarding their health, usually finding that even
though attempts have been made to incorporate children, their narratives indicate that
they still feel excluded (Runeson et al. 2002). Young et al. (2003) carried out interviews
with parents and children to assess the communication barriers experienced during
hospitalization. Their findings revealed that the parents talked about their active roles in
the management of the treatment and willingness to protect the child (Young et al. 2003).
The children, on the other hand, often felt marginalized from the conversations held
during consultations and did not always agree with the involvement of their parents
(Young et al. 2003). The lack of involvement of pediatric oncology patients has also been
documented in decisions regarding the amelioration of the long-term effects of treatment
such as the preservation of fertility (Clayton et al. 2008; Edge et al. 2006; Vadaparampil
et al. 2008). This is consistent with studies on the marginalization of children with other
diseases (i.e. diabetes, cystic fibrosis) from decisions regarding their medical treatment
(Alderson et al. 2006; Bluebond-Langner et al. 2005; Sartain et al. 2000; Savage and
Callery 2007).
Even when encountering these unequal power relations, several authors have
pointed to the different mechanisms children develop for understanding and participating
in the maintenance of their health (Korbin and Zahorik 1985). Some might do this in
overtly public ways by questioning adults directly or searching for information from
external sources (i.e. bibliography, Internet resources or other children) while others
might do it covertly (Borzekowski and Rickert 2001; Calvert and Jordan 2001; Dragone
et al. 2002; Hornung 2000; Johnson et al. 2001). The former mechanism has been
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explored by researchers who have examined the complaints of children during medical
treatment, their management of symptoms and self-medication (Korbin and Zahorik
1985), and their participation in the transformation of medical spaces (Birch et al. 2007).
The latter mechanism has been theorized by Bluebond-Langner (1978) through the
concept of ―mutual pretense‖ originally proposed by Glaser and Strauss (1965). This
term refers to the appearance children maintain of not knowing what is taking place
(treatment wise or health wise) which involves pretending ignorance on issues they know
or acting as though they were living normally as healthy children (Bluebond-Langner and
Schwallie 2008:166).
The feelings and experiences of parents whose children have been diagnosed with
cancer have been a topic of considerable research, especially in fields such as nursing and
psycho-oncology. The main topics of interest have been the communication between
parents and healthcare professionals, the everyday life activities involved in caring for the
ill child, the effects of a cancer diagnosis on the parents‘ own biography and mental
health, and the transformation of the parent‘s social relations with the ill child, spouse or
partner, well children, and other family members as a result of the diagnosis. In terms of
communication and transmission of information from the physician to the parent, some
studies have found that at the initial consultation parents understand a small portion of the
information provided to them (Clarke et al. 2005a). As the treatment begins, parents
become active managers of the medical procedures (keep journals documenting the
procedures), assist nurses and physicians, and negotiate their children‘s willingness to
collaborate in medical procedures (Clarke et al. 2005a; Clarke et al. 2005b). However,
fractures in communication with medical professionals are still present and several
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articles present this issue as a major source of frustration (Clarke and Fletcher 2003;
Clarke et al. 2005b; Ward-Smith et al. 2005).
Several studies have documented the transformation of the parental role as a result
of the child‘s cancer diagnosis. Young et al. have described a biographical transition
experienced by this population where parents must assume all of the caretaking
responsibilities for the ill child, while negotiating power relationships with medical
professionals, encountering difficult emotional situations, and protecting the child‘s
identity (such as helping them to ―pass as normal‖) (2002:212). Parents find comfort in
being close to the child, participating in their caretaking, creating a sense of normality
and homelike feeling in the hospital, and receiving assistance from relatives and friends
(Angstrom-Brannstrom et al. 2010; Ward-Smith et al. 2005). Clarke et al. (2005b)
focused on the health care work mothers perform for their ill child while hospitalized and
during home-based care, finding that mothers are not exempt from caring for other family
members or performing household work during these stages. Another interesting finding
has been the gendering of the parenting of the child with cancer, where the mother tends
to handle most of the responsibilities and lack of male involvement is common (Crom
1995; Ward-Smith et al. 2005; Young et al. 2002). This issue was documented in various
contexts: U.S. (Crom 1995; Ward-Smith et al. 2005), U.K. (Clarke et al. 2005a; Young et
al. 2002), Puerto Rico (Rivero-Vergne et al. 2008), Canada (Clarke et al. 2005b), Brazil
(Beltrao et al. 2007), and Argentina (Vindrola Padros 2011), while a study in Sweden
(Angstrom-Brannstrom et al. 2010) found that both parents participated in the caring of
the child in equal form. The peripheral role of male parents has been linked to cultural
notions assigning caretaking responsibilities of children to mothers, fathers‘ involvement
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with other household needs (employment, caring for the other children), preference of
maternal care established by healthcare professionals and hospital policies, and lack of
research on the fathers of children with cancer (Chesler and Parry 2001).
The stress generated by the child‘s cancer diagnosis, the parent‘s constant worry
over the health of the ill child and the separation of family members during
hospitalization have been linked to the creation of stronger family bonds (AngstromBrannstrom et al. 2010; Beltrao et al. 2007), as well as the erosion and even fracture of
family relationships (leading to divorce and separation in the case of spouses and to
conflict between the accompanying parent and the well children) (Rivero-Vergne et al.
2008). The desire of parents to do everything possible to find a cure for the child is a
common finding and this wish is evident in the conflicts that arise with negligent medical
professionals as well as in the organization of journeys to other medical facilities where
proper services can be provided (Beltrao et al. 2007; Crom 1995).
The literature discussed on the experiences of pediatric oncology patients and
their parents has certainly covered a wide range of topics. Unfortunately, most studies
have taken place in developed countries and have not examined the political and
economic factors that lead to inequalities in the access of medical treatment. Furthermore,
even though some publications acknowledge that the study population has to travel long
distances to obtain medical attention (Beltrao et al. 2007; Crom 1995; Rivero-Vergne
2008), the effects of this movement on the child and the rest of the family do not
represent the main area of inquiry.
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Studying child medical travelers and their parents
The few studies that have mentioned travel for pediatric oncology treatment found
that families leave the place of origin in order to find the best type of care for their child.
The accompanying parent is usually the mother and the movement leads to the separation
of family members, the abandonment of employment, and the establishment of a heavy
workload on the traveling parent. For instance, a study conducted on Puerto Rican
mothers found that travel was represented as part of being a ―good‖ mother (RiveroVergne et al. 2008). Other authors such as Beltrao et al. (2007) indicated that the women
who had traveled from other cities suffered additional emotional difficulties in the sense
that they were separated from their other family members and felt homesick. The only
study found to date on individuals traveling specifically for obtaining pediatric oncology
treatment focused on the South American mothers who came to the United States (Crom
1995). The results showed that these migrant mothers experienced difficulties navigating
the health system because they did not speak the local language and had different ideas
regarding how care should be administered (Crom 1995).
The general literature on child movement and migration has provided evidence on
the active role played by children during migration, how they negotiate the representation
of their place of origin and host country, the activities they carry out within the household
in the new country (i.e. brokers, translators), and the ways in which the representation of
children‘s needs can influence family‘s decisions to migrate (Garcia Sanchez and
Orellana 2006; Knorr and Nunes 2005; Orellana et al. 2001; Suarez-Orozco and SuarezOrozco 2002). This area of research is important because it points to the uses of children
(and childhood) by adults to secure particular livelihoods, rights, and opportunities, while
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at the same time demonstrating that children can have some degree of control over their
migration experiences and those of the rest of their family members (Ansell and Blerk
2004; Bhabha and Schmidt 2008; Leinaweaver 2007; Orellana et al. 2001).
Child medical travelers face additional concerns when compared to adult patient
travelers. Children must travel with an adult capable of providing legal documentation of
guardianship which adds layers of complexity in the sense that arrangements must be
made to secure expenses for this person. The travels endured represent a suspension of
the daily occupations of children such as school and play, activities which have been
identified as fundamental elements in the process of child identity formation. Children
are separated from important socialization actors such as older kin, siblings, or peers in a
stage of life that is dependent on these social interactions as part of a larger learning
process.
In the case of medical travelers, the negotiations of roles and boundaries already
documented in the literature on child hospitalization are also enacted outside of the
hospital sphere as children participate in decisions regarding family expenses, visits to
the place of origin, and adequate areas for relocation. Child knowledge and concerns go
beyond medical treatment and involve issues such as parental employment, the schooling
of siblings, and the emotional hardships experienced by family members (Vindrola
Padros 2011).
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CHAPTER THREE:
SETTING THE STAGE:
A BRIEF HISTORY OF THE ARGENTINE HEALTH SYSTEM

Katz (1998) has argued that the Argentine public health system cannot rid itself of
its ―charitable‖ or ―beneficence‖ past. The author bases this argument on contemporary
trends in the administration of public medical services where the provision of medical
attention is framed more as a donation made by the rich to the poor and less as the
defense of health as a universal human right that must be ensured by the State. The
universalized, sometimes called socialized, notion of health plays a significant role in
current Argentine political rhetoric; but as Katz (1998) and others have argued, in reality,
access to medical services is complex and involves the participation of multiple actors
(including civil society and NGOs).
This combination of models of healthcare can only be explained by a brief
exploration of the history of medical attention in the country. A brief review of the most
significant actors is presented here as this topic has been discussed extensively in several
publications (Belmartino 2005; Katz 1998; Veronelli and Veronelli 2004). This historical
analysis of healthcare provision is inevitably cross-cut by the design and implementation
of programs, and later on, policies, for the care of children. By looking at the
transformation of concepts of childhood and parenthood through the different stages of
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formation of the public health system, we come to understand the effects of political and
economic policies on the everyday lives of individuals.

Religious organizations and the Protomedicato
A tangible organized form of healthcare provision emerged during colonial times
when the Viceroy Vértiz created the Protomedicato in 17799, a group of professionals in
charge of: evaluating individuals who wanted to practice medicine, intervening in the
fight against epidemics, assessing the health of the individuals who came from abroad,
and informing colonial government officials of measures needed to be taken to prevent
the contagion of diseases (Beltran 1938; Veronelli and Veronelli 2004). Interestingly, the
first hospitals established in the region did not depend on the Protomedicato, but were
directed by religious groups such as the Bethlemites (who were in charge of the Hospital
San Martin de Tours) and the Hermandad de la Santa Caridad de Nuestro Senor
Jesucristo (who was in charge of a hospital for women). These religious organizations (in
addition to the Jesuit until their expulsion from Spanish American colonies in 1767)
participated actively in the control of epidemics, the handling of human remains and the
care for the ill (Thompson 1995:21-24).
The Protomedicato played a unique role in the professionalization of medical
practice. Miguel Gorman assumed his position as director of this institution in 1780 and

9

There is some confusion as to when the Protomedicato was officially created. Zabata and De Forteza
(1978) argue that by 1779 there is evidence that this institution was working and Lardies Gonzalez (1977)
has reported that there is an act issued by the Viceroy Vertiz where he appoints the director of the
program in February of this year. However, the official inauguration of this institution was not carried out
th
until August 17 , 1780 and the royal decree legitimizing its creation was not signed by the King Charles III
st
until the 1 of July of 1798 (Lardies Gonzalez 1977).
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by 1783 had sent a letter to Spain requesting the creation of an Academy of Medicine
(Pontoriero 2000). Even though this project was abandoned, he was granted permission
by royal decree to teach the history of medicine in 1798 and developed a study
curriculum based on the one used by the University of Edinburg (Veronelli and Veronelli
2004). The School of Medicine opened in 1801 in the buildings of the Colegio San Carlos
(a Jesuit institution) with a total of 15 medical students (Pontoriero 2000).
The Protomedicato set forth a preventive model of health, evident in its creation
in 1804 of the Junta de Sanidad dedicated to the epidemiological vigilance of arriving
ships, water, food products (wheat and meat from cattle specifically), and waste deposits.
The expansion of urban areas during this time demanded a specific focus on the quality
of the water and the redesign of latrines (Veronelli and Veronelli 2004). Detailed and
rigorous procedures for the disinfection of the remains of individuals who had died due to
tuberculosis were set forth by this institution and performed by its medical professionals
(Zabata and De Forteza 1978). The preventive focus can also be seen in the disposition
proposed by this institution in 1805 where vaccination (against cow-pox) was deemed
mandatory. It also operated as a regulatory institution, setting the salaries of bleeders and
apothecaries and the prices of medication (Veronelli and Veronelli 2004).

The Sociedad de Beneficencia
The delivery of health services remained in the hands of the Protomedicato and
religious institutions until 1823 when the contemporary president, Bernardino Rivadaia,
supported the law on the Reform of the Church and created the Sociedad de
Beneficencia. In a decree signed on January 2 nd, Rivadavia established that the main
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duties of this organization would be to direct the Girls‘ schools, Casa de Expósitos
(created by the Viceroy Vértiz in 1779), birthing houses, women‘s hospitals, orphanages,
and other institutions directed at women (AGN 1999:13). It was public in the sense that
it received public funding and was under the supervision of a government institution
(Ministerio del Interior since 1880) (Nari 2004). It was private in the sense that it
obtained funding from other sources, such as the lottery and fundraising events, and it
had certain autonomy (or capacity for negotiation) with regards to its activities and
operating mechanisms.
The Sociedad was an all women‘s organization in charge of issues pertaining to
the care of children, the sick, the elderly, and the training of women. This organization
became a central participant in the debate on childhood and proper parenting that
emerged at the end of the 19th Century and continued until the early 20th. During this time
children gained an unprecedented type of public attention as they were represented as the
future of the nation and their health and well-being was transformed into a societal
concern (Nari 1996). This shift in representation is the product of larger processes taking
place at the time such as the consolidation of the modern State, the large influx of
immigrants, the call to women to help ―build the nation‖, the introduction of ideas
regarding health and disease from Europe (especially France and Germany), and the
initiation of child rights movements around the world (Aversa 2006; Rodriguez 2006;
Ruggiero 2004).
Some authors have argued that the governmental concern over child mortality
during this historical period was linked to the political desire of demonstrating the
consolidation of a newly formed independent nation (Nari 1996; Rodriguez 2006). The
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index of child mortality was established internationally as a measurement of the
population‘s health and, consequently, of the performance of the State as the prime
guarantor of the health of its citizens (Nari 1996). It was believed that in order to
guarantee the future of the ―race‖, women needed to play an active role in reproduction
and the ―correct‖ upbringing of children. As Ruggiero has indicated, ―maternity became
women‘s highest mission‖ (2004:53).

Contradictory ideas became associated with

motherhood as on the one hand it was interpreted as an ―ancestral female instinct‖ while
on the other hand ―corrective maternal pedagogy‖ needed to be implemented to teach
women how to be ―good‖ mothers (Nari 1996:180). Through motherhood a woman
would not only carry out her civic duty, but she could be absolved from the immorality
that characterized her sex (Ruggiero 2004).
This concern over maternity was fueled by ideas stemming from France where
negative social values (such as immorality) were seen as contagious. In other words, the
epidemiology models of the time were expanded to explain social behavior, thus
pathologizing actions that were considered inadequate (criminal behavior, prostitution,
adultery, etc.) and medicalizing the individuals who performed them (Rodriguez 2006;
Ruggiero 2004). Women were seen as especially vulnerable to these ―social diseases‖
and it was believed that they could ―infect‖ their children. If caught at a young age these
children could be saved but required a ―moral disinfection process‖ (Ruggiero 2004: 93).
This prophylactic process could only be performed by a specific group of
specialists: professionals trained in puericulture and pediatric medicine. Ideas regarding
the medical study and healing of children were incorporated from Europe and promoted
the teaching of these topics at the university, the construction of medical facilities for
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children, and the implementation of medical protocols designed to suit the unique needs
of pediatric patients. The historical reconstruction of Argentine pediatric medicine has
been carried out in other publications (Bonduel 1942; Colangelo 2008; Vindrola Padros
2009), but an interesting factor that tends to be overlooked in previous analyses is the role
played by the Sociedad de Beneficencia in the professionalization of this medical
specialty.
The Hospital de Niños (Children‘s Hospital) that was inaugurated in 1875 was the
product of the effort and negotiation of two presidents of the Sociedad 10 and a series of
physicians (especially Rafael Herrera Vegas and Ricardo Gutierrez) who advocated for
the need to treat ill children in specialized facilities (Kohn and Aguero 1985; Meroni
1982). In addition to directing this hospital for over fifty years, the Sociedad built and
administered a series of maritime sanatoriums designed to treat children suffering (or
suspected of suffering) from tuberculosis (Armus 2007). By the end of the Nineteenth
Century a significant amount of medical professionals worked in the institutions directed
by the Sociedad; they formed part of its Medical Council; carried out academic activities
in the form of conferences and courses in its hospitals, asylums and orphanages; or
obtained their funding to perform medical training in Europe and the U.S. (Vindrola
Padros 2009). The School of Nurses and the School of Nannies were created by this
organization, contributing to the training of medical and social assistance professionals in
the country. In 1897, the Hospital de Niños produced the first scientific publication in

10

Maria Josefa del Pino presented the project in 1867 and it was later followed by Dolores Lavalle (Meroni
1982).
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Argentina focused on pediatric medicine, the Revista del Hospital de Niños (Meroni
1982:317; Puga 1982:334).
The work of the Sociedad did not go without criticism as several feminist groups
pronounced themselves against their links to the Catholic Church and their class-based
vision (Guy 2000:41). Socialists groups were also against this form of service delivery
and argued in favor of preventive models of health care and the provision of medical
attention by public institutions. These views were linked to the legal reform movements
implemented in Europe and the United States where the State was deemed responsible for
the protection of children against labor exploitation, the establishment of alternative
living situations to orphanages, the ―rehabilitation‖ of children who broke the law, and
the reduction of infant mortality (Guy 2000: 36). In Argentina, the Sociedad de
Beneficencia had gained control over most of the children‘s orphanages and health care
institutions, but would slowly relinquish its power when the State claimed its role in the
regulation of family dynamics in the 20th Century (Aversa 2006: 96).

The Agote law and the role of the State
In 1910, Luis Agote, a diputado, proposed a legislative project to address the issue
of ―the abandoned childhood‖, a term used to refer to child delinquency and, specifically,
the values and practices of lower class working families (Aversa 2006:101). This law was
originally designed to dissolve the patria potestad in case of the paternal inability to care
for the child, delimit the population of children that would be cared and protected by the
State, and prohibit the capacity of some children to work while allowing others to do so
(Elias 2004:59). However, some authors have argued that in reality it sought to transfer
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the authority over the upbringing of children from ―incapable parents‖ to the State
(Aversa 2006:101). It was not approved until 1919, becoming the first law to focus
specifically on the legal status of minors.
The Agote law had a considerable impact on the Argentina legislative system,
reforming the civil code, creating the Patronato de Menores and modifying the Codigo de
Procedimientos en lo Criminal (Criminal Procedures Code). The Patronato de Menores
was not created until 11 years after this law was approved, but it became the institution in
charge of designing and implementing child policies and centralized the administration of
minors in charge of the State (Elias 2004: 79). These transformations not only legitimized
public intervention in issues pertaining to children, but they circumscribed a specific
portion of the infantile population (lower class) as a group of interest to the State (Aversa
2006; Elias 2004). This class-based selection was, on the one hand, produced by the
association of children of the lowest class with criminal behavior, and on the other, by the
failure of the Argentine State to implement national policies for the care of children that
went beyond punitive regulations (Aversa 2006; Elias 2004).
The approval of this law was a part of heated topics of discussion during this time,
specifically issues linked to the Semana Trágica, a public demonstration by factory
workers demanding better working conditions that was violently repressed. The political
realm thus became the setting for the exchange of juxtaposing ideas on child labor, the
incapacity of women to care for their children, the rights over patria potestad, the
establishment of funds for the construction of institutes for minors, and the role of private
beneficence societies in caring for orphans (Elias 2004). These discussions were
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themselves reformulations of a discourse on children and childhood that was gaining
terrain on an international level.
Guy (2000) has argued that the idea of creating a children‘s code originated from
projects proposed in several Latin American countries and that as early as 1916, Eduardo
Bullrich and Roberto Gache presented a proposal on this topic to the Argentine
government authorities. This code established the need to protect working women and
children, made school attendance mandatory, envisioned the creation of a children‘s
council, prohibited the practice of unregistered wet nurses, limited children‘s attendance
at public shows, and proposed the implementation of a juvenile court for criminals who
were minors (Guy 2000: 48-49). Ideas regarding the responsibility of the State to look
after the welfare of children started to spread through the region and led to the
promulgation of children‘s codes in Brazil (1927) and Uruguay (1934) (Guy 2000:49).
The first Pan-American Child Congress was held in Buenos Aires in 1916 where
professionals from different disciplines met to discuss the need to educate children and
the strategies that needed to be implemented to guarantee their wellbeing (Guy 2000:36).
Previous meetings of medical professionals had been carried out in the country as part of
an attempt to professionalize pediatric medicine. The first Congreso Americano del Niño
(American Meeting on the Child) had been carried out in 1913 thanks to the earlier
establishment of the Sociedad Argentina de Pediatría (Argentine Society of Pediatrics) in
1910 by Gregorio Aráoz Alfaro, a pediatrician who specialized in tuberculosis
(Colángelo 2008:4; Morano 1982:328). Even though the first Pan-American Child
Congress brought together professionals from different disciplines, it differed from these
previous meetings in the sense that it directly involved government officials in
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discussions on child welfare and established public policies as the channel through which
to achieve tangible transformations in the lives of these young citizens (Guy 2000).
The introduction of the State in matters concerning health was also evident during
this time, even though most medical institutions remained in the hands of the Sociedad de
Beneficencia. The desire to publicly regulate medical professionals became evident in the
sanction of a series of laws between 1897 and 1934 to legitimize and regulate the practice
of medicine. During the 1920s, three institutions became in charge of providing
mandatory matriculation for medical professionals: Departamento Nacional de Higiene,
Dirección de Sanidad and organizations formed by medical associations under the
supervision of the State (Belmartino 2006: 121).

The Fundación Eva Peron and the centralization of health care
The 1930s were characterized by an extreme economic crisis, a process of import
substitution, and the expansion of industrial production (Stawski 2009:35). The flows of
migrant populations had mostly settled in the urban areas where they encountered
poverty, unemployment, and political instability. The interest in the maintenance of the
population‘s health continued during this period and it continued to be represented as a
responsibility of the State. The concept of ―social assistance‖ became popular and was
introduced as an issue of interest to society as a whole (Stawski 2009:33). The model
proposed for the administration of welfare programs was based on the centralization of
government institutions and the participation in decision-making processes by only a few
individuals.
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This was the model adopted by the Fundación Eva Peron, an entity that did not
operate for many years (only 7), but profoundly marked the change in delivery of health
services in Argentina. This organization was originally called Fundación de Ayuda Social
María Eva Duarte de Peron and it was founded by governmental decree No. 20.564 in
1948. Its name was shortened to Fundación Eva Peron in 1950. The organization was
directed by Eva Duarte, President Peron‘s wife, until her death in 1952 and it was in
charge of administering large public service facilities (homes, schools, institutes) and the
distribution of large sums of subsidies and material donations (Thompson 1995:55).
The Fundación is an interesting organization in the sense that it mirrored the
quasi-governmental model previously used by the Sociedad de Beneficencia. Legally, the
Fundación was not a governmental institution, but it was created by government decree
and was thought to receive partial government funds. On the other hand, the organization
had the autonomy of a private institution and received private donations from companies
and individuals (Thompson 1995). The delegation of the provision of services to the
hands of this private institution created great discontent among the individuals who
believed that the supply of social services should be an intrinsic part of the State‘s
policies and occupations (Stawski 2009:41).
Some authors have argued that the Fundación was one of the reasons why the
Sociedad de Beneficencia of Buenos Aires was dissolved. The Sociedad was
decommissioned in 1946 under decree no. 9.414 and most of their obligations were
transferred to the Fundación. In a comparison of both institutions, Ross (1988) has argued
that some similarities were apparent. Neither of these organizations provided a universal
model of social assistance, they did not have a clear system of norms and regulations, and
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were often governed on the sheer whim of their directors. Both organizations were
directed at women, children, and elderly groups found in the lower classes of society. The
Fundación Eva Peron, however, struggled to differentiate itself from the Sociedad de
Beneficencia, claiming to have left behind the time when services were provided as a
form of charitable donation (Thompson 1995:56). According to Eva Peron, social justice
was a right, a public good that needed to be provided by the State (Thompson 1995:58).
Children were part of the Peronist discourse as they were framed as a vulnerable group in
need of the State‘s attention (Elias 2004).
The call for the right to health functioned in unison to Eva‘s discourse on social
justice, but was mainly directed by the minister of health Ramón Carrillo. In one of his
famous speeches he said, ―The problems of medicine as a branch of the state cannot be
solved if the sanitary policy is not supported by a social policy‖ (Carrillo 1948). Even
though at a discursive level, Carrillo‘s and Peron‘s approach to health care seems similar,
disagreements regarding how this universalized model was to be implemented led to a
reduction of the number and scale of the transformations of the health system (Katz and
Munoz 1988; Stawski 2009). Several institutions were put under the control of Eva
Peron, contributing to the increase in centralization of funds and decision-making power
(Thompson 1995). The Fundación decided to spend large sums of money on the creation
of large, polyclinic, hospitals that could provide a wide range of services to extensive
geographical areas. Carillo, in contrast, believed that the Argentine public health system
needed to be decentralized by placing greater attention on making sure remote areas had
at least some form of medical attention (Stawski 2009).
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For Carillo, the public hospital needed to become the backbone of the health
system and he sought to distribute material and human resources among the current and
new facilities (Califano et al. 1998). Legislative transformations were made and the
Constitution of 1949 is the only Argentine Constitution that explicitly proclaims the right
to health (Bidart Campos 1989). This constitution was revoked in 1956, but the right to
health has remained an implicit legal right11 (Bidart Campos 1989). His advocacy for the
right to health and the universalization of coverage did not operate in isolation; it was
part of the global recognition of the relevance of public health through the establishment
of transnational institutions such as the World Health Organization (Katz et al. 1993).
This socialization of medicine has had an important impact on the way health care
was administered in Argentina. It resulted in one of the largest expansions of medical
infrastructure based on the creation of facilities for the supply of medical services and the
bureaucratic personnel required to administer the system. As Katz and Munoz (1988)
have indicated this expansion was carried out in disorganized form, without knowledge
of hospital administration, failing to adapt the structure of the hospital to the local
characteristics and sanitary regulations, and unable to provide the specialized human
resources that were required for its administration. A report carried out by PAHO in 1956
indicated that:
―The specialty of hospital administration in the Republic of Argentina is
found in its infancy, due to the lack of necessary knowledge. Medicine is
confused with the hospital, and the doctor with a director or administrator.
Technical aspects are mixed with political ones, annulling, many times the
first in benefit of the second. […] Due to this fact, the organization
11

Several provincial legislations still maintain an explicit right to health focus such as : Santa Fe (reformed
in 1962), Rio Negro (1957), Neuquen (1957), Santiago del Estero, San Juan, Salta, La Rioja, and Jujuy
(1986) (Bidart Campos 1989).
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renounces, the systems fail, resources are ill-spent, services are inoperable,
the performance of the personnel is reduced, etc.‖ (Pedroso in Katz and
Munoz 1988:105).
The lack of planning, disorganization, and superposition of services were also
affected by a budgetary crisis that became evident in the approval of the Segundo Plan
Quinquenal by the Ministerio de Salud where Carrillo mentioned that ―The national
sanitary services are insufficiently financed, which is translated into poverty, lack of
technical means, bad organization, and, consequently, deficient service. […] The
resources of the State have reached their limit, forcing the reduction of public
expenditure‖ (Belmartino and Bloch 1980). As a response to this situation, different
models of patient fee collection were attempted and proposals to decentralize health
service provision to provincial facilities entered the political agenda.

Decentralized planning
The push towards decentralization was not only an idea professed locally, it was
spread around the world by international organizations. As it was mentioned earlier, the
PAHO had produced an unfavorable report regarding the situation of the Argentine
public health system. One of its recommendations for improvement was the transference
of the responsibility of public hospitals to each province (Katz et al. 1993:20). These
measures were followed during the late 1950s and the 1960s, but even though the right
over these facilities was passed on to provincial governments, the required technical and
financial support did not follow (Katz 1993:21). As a consequence, the public hospitals
around the country started to suffer a long process of deterioration, one that remains even
today.
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This time period and the decade of the 1970s that followed was an unstable and
tragic stage in the history of the country as several democratic governments were
intervened by military de facto dictatorships. In the health sector, this was a time when
the system of obras sociales became solidified (Belmartino 2004:132). Obras sociales
have been defined as ―social-welfare programs administered by unions‖ (Golbert
2000:239). The creation of the Instituto de Obra Médica Asistencial (IOMA), an obra
social in charge of providing medical attention to the governmental personnel in Buenos
Aires marked the first step in this direction (Belmartino 2004: 151-152). However, it was
not until the approval of law 18.610 in 1970 that the system of obras sociales was
solidified. This law established, for the first time, the mandatory provision of benefits by
the employer and mandatory affiliation, and created the Instituto Nacional de Obras
Sociales (INOS) as a regulating agency (Califano et al. 1998; Katz and Muñoz 1993).
The introduction of this third actor in the health sector (in addition to private and public)
pluralized the system and neutralized the domination of health care provision by the
government (Katz and Muñoz 1993:22).
The private sector had slowly gained ground since the fall of Peron‘s first era and
it gained momentum during Ongania‘s de facto government from 1966 to 1970. The
political forum began to display a discourse of ―markets for health care‖, outsourcing,
and coverage benefits. The representation of medical professionals as servants of the
State that had dominated the political sphere in earlier decades was now replaced with
descriptions of assets and hiring mechanisms (Katz and Muñoz 1993:25). The brief return
of Peronism from 1973 to 1976 attempted to re-centralize the public health system, but
little could be achieved under a regime of political persecution, civil conflict, and
77

genocide. From a political perspective, the situation worsened in 1976 with the military
coup that placed Videla in the presidency and would come to represent one of the darkest
periods of Argentine history, where nearly 30,000 people disappeared and all areas of
public service provision were interrupted and practitioners were persecuted (Wright
2007:114).
The private sector grew stronger and the medical model changed from valuing
intellectual work to a higher dependency on diagnostic technology and treatment (Katz
and Muñoz 1993:26). The preventive model that represented the roots of the Argentine
health system in the 1800s was rapidly replaced by a technocratic curative medical
practice. This change certainly mirrored transformations taking place at a global level and
was partially enforced by international organizations such as The World Bank and the
International Monetary Fund (Belmartino 2005).
Policies affecting children had not undergone significant transformation since the
approval of the Agote law in 1919, a factor that indicates the lack of political interest in
this topic. Even though the Peronist regimes represented children as a vulnerable group in
need of the assistance of the State, no legal measures were taken to ensure this protection.
The last military dictatorships had an interest in children that resulted similar to the
concerns expressed before the creation of the Agote law, where the youth was linked to
dangerous behavior that needed to be controlled by the State (Elias 2004:114). Children
also represented an important asset to military powers as over 500 of the children born in
captivity (that is, born while their parents were captured, held against their will, and
tortured in several concentration camps across the country) were stolen from their
families of origin and illegally given up in adoption (Elias 2004:114). The search for
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these children would come to play a fundamental role in the demand for the protection of
human rights in Argentina with the return of democracy.

Privatization and the defense of human rights
The installation of a democratic government in 1983 revived the struggle for the
protection of human rights that had been initiated by several civil society organizations
during the last military dictatorship. This historical stage also involved a series of
governmental restructuring in the area of public service provision. Measures were taken
to reorganize the system of obras sociales and to establish a national health coverage
system12, the PMO (Programa Medico Obligatorio) that will be described later.
According to Veronelli and Veronelli (2004), the political decisions made during
this period did not portray a real interest in improving the public health system, but were
mainly focused on solidifying the processes of privatization that had begun in earlier
decades. The decree 9/93 proposed the modification of the system of obras sociales in
order to allow affiliates to choose their coverage, thus promoting competition among
providers and establishing a market exchange of health care (Califano et al. 1998:27).
The decree 9 also established that the obras sociales were in charge of paying for the
services their affiliates received in public hospitals. This measure was a continuation of
the process of decentralization started earlier (1950s) and responded to a new proposal
(decree 578/93) of hospital self-regulation where hospitals were granted freedom in the
administration of their budgets (expenses, income, salaries, etc.) (Belmartino 2005:206).

12

Mainly the Law Sindical 23.551, law Convenios Colectivos de Trabajo 23.545, law of Obras Sociales
23.660, and law of the Seguro Nacional de Salud 23.661 (Califano et al. 1998:26).
79

Under this decree, each hospital would negotiate expenses with the obras sociales and
would administer the income obtained for the provision of services to their affiliates.
These measures have certainly created a complex situation of health service delivery and
payment where the demand for coverage often falls in the hands of the individual patients
and their families. Furthermore, the gap between hospitals located in the capital (with
more income) and those in the provinces has widened.
The 1990s also witnessed the more notable presence of another actor in the
system of health care, the companies of medicina prepaga (prepaid medicine). These
companies have been defined by Belmartino as ―organizations dedicated to the coverage
of private insurance of medical attention that find their market niche among the
population with highest income‖ (2005:218). The companies were present in earlier
decades, but it was during this time that they became of interest to local and international
investors. The freedom of beneficiaries established before also led many affiliates of the
obras sociales to seek private insurance with these prepaid providers (Belmartino
2005:219).
This does not mean that the State suddenly renounced to its role as responsible for
the health of its citizens, the PMO was designed to establish conditions of equity by
demanding mandatory coverage for a series of health conditions. It was designed to
protect individuals from the denial of services by insurance companies and to guarantee
that the entire population had at least minimal coverage (Belmartino 2005; Mera and del
Castillo 2000). The creation of the PMO represented a significant step in the maintenance
of a universalized model of health care, however, in reality, the lack of regulatory
capacity of public institutions resulted in the creation of multiple PMOs and the
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permanence of profound inequalities in the supply of health services (Mera and del
Castillo 2000:47).
In the case of child policies, the ratification of the UN Convention on the Rights
of the Child (UNCRC) marked a profound change in the Argentine legislation. As James
and James (2004) have indicated, universal laws on childhood have been present since
the early twentieth century, but the adoption of the UN Convention on the Rights of the
Child in 1989 marked a transformation in the international representation of children and
childhood (see also Comacchio et al. 2008). One of the main differences between
previous normative frameworks and the UNCRC was the impact and scope of this
Convention as well as the rapid pace in which it was ratified all over the world (177
countries in 4 years) (Landsdown 1996:57). This legal framework brought the wellbeing
of children to the forefront of global discussion and sought to create the necessary
channels and infrastructure for overseeing that child rights were protected in every
context (James and James 2004:82).
Although these contributions were recognized, anthropologists and other childfocused researchers expressed their disagreement with some of the central ideas of the
Convention13. The concept of universality of childhood was questioned on the grounds

13

Other critiques focused on the fact that the Convention did not make distinctions among child groups,
that is, everyone under the age of 18 was considered as having the same needs and obligations when in
reality this is rarely the case (Cheney 2007; Ennew 2002). ). The different ways in which transition to
adulthood differs according to the local context, gender, and class were disregarded (Boyden 1997: 203).
This process of selecting a particular age for an international normative document of this sort has been
explained by Rosen (2007:296) as “the politics of age”, where specific age categories are used by global
and local organizations to advance specific interests. These laws not only influence the legal defense of
children at local and global scales and the design of public policies, but they also determine the access
countries have to funding provided by transnational organizations such as UNICEF (Boyden 1997; Cheney
2007:11; Rosen 2007). The Convention distinguished between political and moral rights usually privileging
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that childhood is a social construction, highly dependent on local cultural, political, and
economics contexts (Cheney 2007; Ennew 2002; James and James 2004; Stephens 1995).
The universal model of childhood portrayed in the UNCRC is very specific, it has
resulted ―from the historical interplay of the Judeo-Christian belief system and changes in
the productive and demographic base of society corresponding with capitalist
development‖ (Boyden 1997:192). The main consequence of this model has been the
export of a representation of childhood as a safe, immature, protected, and carefree stage
in life (Boyden 1997) and the elimination of other forms of childhood experiences
(Scheper-Hughes and Sargent 1998).
In Argentina, the government also demonstrated its hesitations regarding the
incorporation of this international legal code within its contemporary legislation. The
UNCRC was ratified in 1990 under the law 23.849, but it presented conditions for its
approval framed under the Reserva Argentina a la Convención de los Derechos del Niño
(Argentine Reservations towards the UNCRC). The Argentine law did not approve the
UNCRC‘s Article 21st on international adoption; it established that family planning was
an issue solely pertaining to the parents (in Art. 24 section f); it requested the total
prohibition of the participation of children in armed conflict under Art. 28; and, in the
first article, it defined the child as a human being from the moment of conception (and
not from the moment of birth as is indicated in the Convention) (Elias 2004:144).
The UNCRC contradicted many of the legal measures for dealing with minors
established by the Agote law where the State was deemed the prime guarantor of

the later (Cheney 2007; Ennew 2002) and it advocates for the political participation of children, but also
for the need to protect them (James and James 2004).
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children‘s rights and could remove them from their household if they we considered ―at
risk‖ (Grugel and Peruzzotti 2010). Studies conducted during this time showed the abuse
of power of many government officials, the removal of children against their will, and the
targeting of lower social class families (Elias 2004; Giberti 1997). Even though the
UNCRC was adopted without changing this previous law, it served other purposes at the
level of civil society movements aimed at promoting the defense of children‘s rights. The
Convention framed children‘s issues under the international rights discourse in order to
gain entry into the political agenda and strengthen the authority of organizations focused
on this topic (Grugel and Peruzzotti 2010:44). It also led to the creation of a committee in
charge of evaluating the progress made in the recognition of children‘s rights in the
country (the CSACIDN14) and presenting reports to the UN. This committee agreed that
if reforms were to take place regarding this topic, changes needed to begin at the level of
the legislation. After considerable disputes between NGOs and government officials over
the proper framing of these legal transformations, it was decided that a new Children‘s
Code would be presented to Congress as an action representing ―a move towards
modernization‖ (Grugel and Peruzzotti 2004:49). This measure was approved in 2005
under law 26.661 called Ley de Protección Integral de los Derechos del Niño (Law of
Integral Protection of the Rights of the Child).
In the case of pediatric oncology treatment in Argentina, the discourse on
children‘s rights is joined with a more general call for the consideration of healthcare as a
universal human right. This interpretation of the UNCRC is a relatively less explored

14

Comité de Seguimiento y Aplicación de la Convención sobre los Derechos del Niño (Committee for the
Follow-up and Application of the CRC).
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one, where the local discourses on health care appropriate the ―global rights talk‖ to
advance the expansion of health services for the population. This has been done at
national, provincial, and individual levels in Argentina where the articles of the UNCRC
are cited in the establishment of inclusive health policies or in the legal defense of a
specific child‘s access to treatment (INDEC 2005; Scopinaro and Casak 2002). The
appropriation of the child rights movement by child patients (and their families) in the
search for their own interests adds another layer of agency to this analysis.

The current public health system
The provision of health services under the current system is influenced by many
of the processes described in this chapter. The system is composed of different types of
providers (public, private, non-governmental, related to employment benefits, etc.) in
constant competition with each other for health care users and responding to the interests
of each leading sector. Even though private insurance companies and obras sociales have
suffered a significant expansion, 41.1 percent of the population does not have coverage
and, thus, relies on the services from public hospitals (INDEC 2005). In a comparison of
20 Latin American countries, Ugalde et al. (2002) found that Argentina was the country
with the highest per capita health expenditures and the second highest in total health
expenditures as percentage of GDP. The basic indicators are summarized in Table 1.
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Table 1 . Basic Indicators in Argentina
Total population in 2008
Total population of men in 2008
Total population of women in 2008
PBI per capita (2008)
Annual population growth index (1991-2001)
Global fertility rate (2005-2010)
Life expectancy at birth for both sexes (2005-2010)
Literacy rate in the population of 10 years and older (2001)
Infant mortality rate by 1000 live births (2008)
Maternal mortality rate by 10,000 live births (2008)
Deaths caused by infectious diseases (2009)
Deaths caused by tumors (2009)
Source: Indicadores Básicos, 2010. Ministerio de Salud de Argentina.

39,745,613
19,465,305
20,280,308
9647.5
10,1
2,3
75,24
97.4
12.5
4,0
13, 756
60,117

It is important to point out that several recent studies have highlighted the
significant differences that exist between these national indicators and those of individual
provinces (Lloyd-Sherlock 2002). This unequal distribution of mortality is linked to
differences in socio-economic variables as well as differential access to potable water,
sanitation, and health services. This impoverishment of Argentine provinces has been the
topic of considerable discussion and research in the country, but for the purpose of this
dissertation we will focus the discussion solely on the health disparities among cancer
patients.

Cancer policies
Several researchers have pointed out that pediatric oncology patients accessing
care in ―developing‖ countries have less access to adequate medical treatment and lower
survival rates (Arora and others, 2007; Howard and others, 2004) due to the
unavailability of treatment in local medical facilities, lack of training of health care
professionals, the unreliable supply of medications and delays in initial consultations
(Arora and others, 2007; Howard and others, 2004). As a result, pediatric oncology
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patients arrive with advanced cases of cancer, have to suspend therapies, have a greater
probability of relapse, and experience higher rates of death produced by toxicity and
infections (Howard and others, 2004; Wagner and Antic, 1997).
Cancer is the leading cause of death (without considering accidents) in children
between 5 to 15 years in Argentina (Moreno 2007). Eighty-seven percent of pediatric
oncology patients rely on the medical services provided by the public health system
(FNDF 2008).

As it was mentioned earlier, the Argentine public health system

guarantees free and universal access to medical attention and treatment for individuals in
the country‘s territory. In the case of cancer, there is no specific legislation for this
disease, but patients‘ rights are discussed under the PMO. This law has suffered
transformations through previous years, but one of its main points is that individuals in
need of antiretroviral therapy (in the case of HIV/AIDS), oncology treatment, prenatal
care, diabetes, among others, must receive 100% coverage of medical procedures and
medication. In the case of oncology patients without insurance who are accessing
services in public hospitals, all services are provided within public health institutions and
the drugs necessary for chemotherapy or hormone therapy are provided through the
Banco Oncológico de Drogas (Oncology Drug Bank).
Researchers from different disciplines have critiqued Argentina‘s lack of policies
on cancer arguing that lack of specificity in term of diseases is a technique used for
avoiding high quality coverage (Politi 2001). Some authors have mentioned that national
treatment protocols have not been approved due to the fact that they would produce cost
elevations (Politi 2001). Furthermore, other authors have argued that the creation of the
Programa Nacional de Cáncer (National Program on Cancer) served as a way to
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demonstrate government interest in this topic, but has proved inefficient due to the fact
that most of this program‘s funding is destined towards the provision of drugs for the
Banco Oncológico de Drogas (Oncology Drug Bank), and the implementation of
educational programs on the Early Detection of Cervical Cancer and the Secondary
Prevention of Breast Cancer (Olaviaga and Maceira 2007). This program has not
produced tangible effects on the diagnostic and treatment services provided at a national
level to pediatric oncology patients.
As a consequence, policy analysts have spoken of a fragmented, unarticulated,
and unequal health system where each province is left to define for itself the budget,
infrastructure, and medical personnel available for the treatment of cancer (Abriata and
Moreno 2010; Olaviaga and Maceira 2007; Ponce n.d.). The impossibility of many
provinces to deal with the expenses of cancer treatment and the unavailability of pediatric
oncologists in provincial hospitals leads to the referral of child patients to Buenos Aires
(Abriata and Moreno 2010:45). Between 2000 and 2005, 4 out of 10 patients younger
than 15 years of age migrated to the main pediatric hospitals of the country which are
found in Buenos Aires (Abriata and Moreno 2010:45).
In several ways, this movement of patients has become engrained in the daily
working mechanisms of public hospitals as a series of formal and informal procedures
have been implemented to ensure travel and relocation. In terms of the use of public
transportation within Buenos Aires, the law number 2.596 promulgated in 2008 allows
individuals with ―oncology pathologies [defined as treatment extending 3 months] who
receive treatment in specialized areas of the hospitals in the state subsector of the city of
Buenos Aires‖ to travel free of charge. Casas de la Provincia (Province Houses) are the
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institutions that provide greater financial support for traveling families (Toziano et al.
2004). Basically, these are institutions that represent each Argentine province in Buenos
Aires and who provide legal services to individuals from their province, disseminate
cultural activities, promote tourism, and assist travelling patients.
The lack of documentation and formal procedures for providing services to
oncology patients makes it difficult to analyze how the support varies according to each
province. However, an informal survey carried out by FNDF in 2009 indicates that most
decisions on the type and length of support provided to patients take place on a case by
case basis. The procedures behind decision-making appear ―secretive‖ as no formal
documentation is provided. The extent to which each Province House is involved in
decisions to support patients varies as some only perform administrative tasks, while
others make decisions entirely on their own.

Furthermore, different actors in each

province are in charge of determining the type of support available for patients. For
instance, in Santa Cruz the cases are reviewed by the Ministerio de Asuntos Sociales
(Ministry of Social Issues), while in Neuquén the cases are analyzed by the Subsecretaría
de Salud (Secretary of Health) (FNDF 2009).
In sum, Argentine cancer policies do not reflect a public admission of inequalities
in the access to medical services by region, especially for pediatric patients, and have not
produced an official document that records the government services available for patients
travelling to Buenos Aires (or other provinces) in search for medical attention. This last
factor does not allow patients and family members to demand government support unless
it is offered by hospital staff, government officials, or NGOs focused on patient advocacy
who are familiar with the modus operandi of government institutions. In other words,
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universal access and coverage work well on paper, but have little to do with the
negotiations and demands pediatric oncology patients and their families have to incur in
order to obtain treatment and support for travel.
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CHAPTER FOUR:
METHODOLOGY

The data presented in this dissertation were collected during three research projects
conducted in Buenos Aires, Argentina. The first project was titled ―The Participation of
NGOs in Health Care: The Case of Pediatric Cancer Treatment in Children in Argentina‖,
it took place from May to August of 2008, and was the basis for my M.A. thesis. The
second project was titled ―Surviving Pediatric Cancer in Argentina: A Look at the
Strategies Used by Parents and Children to Overcome Delays in Diagnosis and
Treatment‖, it took place from May to August 2009, and the third project was titled ―Life
and Death Journeys: Medical Travel, Children, and Cancer in Argentina‖ and was carried
out from May to August 2010.

In all occasions, the research was carried out in

collaboration with Fundación Natalí Dafne Flexer (FNDF), a local non-governmental
organization that provides medical and other forms of assistance to pediatric oncology
patients and their families. The interviews and other activities with participants were
carried out in this organization‘s facilities.

The dissertation was focused on answering the following research questions:
1) Which characters form part of the treatment narratives of children and parents
receiving oncology treatment in Buenos Aires?
2) What are the scenes children and parents include in their descriptions of the
process of securing treatment in Buenos Aires?
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3) How do children‘s and parents‘ scenes vary according to the hospital where
the child receives treatment, the distance to the place of origin, the age of the
child at the time of the interview and the stage of treatment at the time of the
interview?
4) How do parents and children visualize the public health system and their roles
in the process of securing medical services?

The hypotheses were:
1. When comparing child and parental narratives, child narratives will focus on
mentioning the role played by their friends and family during the process of
securing medical treatment in Buenos Aires and will not include other actors in
charge of providing services (medical and non-medical). The narratives of parents
will focus more on the professionals in charge of providing medical and nonmedical services for their children and families.
2. Child narratives will be focused on issues external to the disease and treatment
(i.e. school, expenses, their lives back home) while the narratives of the parents
will focus more on the medical treatment.
3. a. For the hospital variable, the hypothesis was: the children and parents receiving
treatment in Hospital de Alta Complejidad will have less frequent mention of the
scenes of travel (―short distance and long distance referrals‖ and ―preparing for
departure‖) and relocation (―separation from family members‖, ―hotels‖, and
―things I miss the most‖) than the children receiving treatment in the other
hospitals.
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e. For the distance to the place of origin variable, the hypothesis was: the
children and parents traveling from the provinces that are farthest away will
mention scenes of travel (―short distance and long distance referrals‖ and
―preparing for departure‖) and relocation (―separation from family members‖,
―hotels‖, and ―things I miss the most‖) more frequently.
f. The hypothesis for the age of the child was: age will not play a role in
children‘s scene frequency as children in the three groups will select similar
scenes for their narratives. The parent‘s inclusion of scenes will not be
affected by the age of the child.
g.

The hypothesis for the stage of treatment was: children in treatment and their
parents will mention scenes of ―medical procedures‖ and ―hospital spaces‖
with more frequency than those in the control and relapse categories.

4. Parents and children will present negative perceptions of the public health system
and will focus on describing the obstacles they encountered while attempting to
access services.

Data collection
Multiple methods were combined to collect data in this study: interviews, four
different types of patient drawings, participant-observation, and historical and public
policy document analysis. A total of 70 interviews (35 with parents and 35 with children)
were recorded and transcribed, 41 drawings were elicited from patients and their
interpretations were recorded and transcribed, 10 families (included in the original 35)
were followed during the last portion of the fieldwork (May to August 2010), and 4
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archives were consulted (for a complete list of the material that was collected see
Appendix A).

Interviews
In this dissertation, audio-recorded open-ended semi-structured interviews were
used as a way to obtain illness and treatment histories and narratives from the children
and their parents.

The interviews were organized to obtain disease and treatment

histories for each patient and participants were asked to describe their family‘s
experience. In order to collect these treatment stories, the interview started with the
following instruction: tell me how everything began. The interviewee was then prompted
to continue the telling of the story. This portion of the interview created the narratives
that were then analyzed according to the inclusion (or exclusion) of characters and
scenes.
The participants were asked to supply information about the technical details of
their diagnosis and treatment (i.e. dates, locations, procedures) as well as the series of
events that formed part of their migrant experience. In the cases where the interviewee
introduced the topic of obtaining non-medical services such as government subsidies,
material donations or financial aid, detailed questions were asked. The participants were
also asked the following questions about the composition of the family and household
and the main sources of income:
1.
2.
3.
4.
5.

What is the composition of your family? (children, parents, etc.)
How has your family organized to deal with the disease and the treatment?
Who has employment and provides income?
How has the treatment affected the economic activities inside your home?
How often do family members come to visit you in Buenos Aires?
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This portion of the interview was used to contextualize the treatment and migration
narratives constructed by the children and the parents and understand the particular
characteristics of each household. After going over these details, the participants were
asked more general questions about their ideas towards health care in Argentina, their
advice for other children/parents in the same situation, and their reflections on how
pediatric oncology treatment could be improved.
1
2
3
4
5

If you could access cancer treatment in any part of the country, where would you
prefer to go?
What are the things you value most about health care?
Do you think everyone should have access to treatment? Why or why not?
If you were to give advice to another parent in your situation what would you say
to them?
If you had the power to change the way that oncology treatment is administered in
Argentina today, what would you change and how?
The questions in this section of the interview script were left vague enough to

allow the interviewees more freedom in their interpretation. These answers were used to
situate the individual narratives and family details within the larger social, political, and
economic context where medical services are accessed in Argentina.

Visual methods
The collection of verbal narratives was combined with the creation of four
drawings by each of the child participants.

In the first drawing, the children were

allowed to draw anything they wished. The rationale behind this freestyle drawing was
to allow the child to become comfortable with the method as well as to provide the child
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with a mechanism to express issues that had not been considered by the researcher. Next,
scenes of diagnosis and treatment were requested. These instructions were left vague
enough to allow the children flexibility in the interpretation of the terms and the
expression of their diagnosis and treatment experiences.
Visual life course timelines were requested from the child and parent. These
timelines translated life history methodology into a visual form. The idea behind using
visual timelines was to triangulate this information with the histories collected verbally.
The timelines provided insight into the temporal and spatial organization of the
participants‘ lives and represented a useful mechanism for understanding shifts in already
mobile lives. Each child was also instructed to draw the issue or event that had created
greatest difficulty for them. These instructions were also left vague on purpose.
After the drawings were completed, the child was asked to interpret them and
these interpretations were recorded. The drawings were used to obtain information on
specific experiences in the child‘s life that created changes. They showed the extent to
which cancer diagnosis and migration were conceptualized as disruptive life events by
the child.

Participant observation
The interviews, timelines, and drawings were combined with participant
observation in FNDF‘s headquarters. The collection of this data focused primarily on the
interaction between patients and parents, healthcare professionals, and other relevant
actors. A careful documentation of the quotidian aspects of life for both children and
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parents was kept through the construction of daily family activity charts by the
researcher. Ten families (included in the original sample of 35 families) were followed
through their daily routines in FNDF‘s headquarters during the last phase of data
collection. These ten families were selected because they remained a longer time period
in Buenos Aires, their temporary stay in this city coincided with the time of the
fieldwork, and they were willing to participate in this part of the research project.
The information collected from these observations provided a connection between
the micro level of patient life and action and the macro level of the institution they
frequented. A large portion of the analysis of spatial relations emerged from this method.
By keeping track of the activities of children and parents in specific areas, a greater
understanding of how structures constrained movement and influenced treatment
experiences could be obtained without losing track of the ways in which individuals
conceptualized and reconfigured these spaces according to their own needs and
motivations.

Historical and contemporary documents research
Historical and contemporary documents research was carried out in order to
understand the transformations that medical treatment in Argentina has undergone
through time (specifically in the last 100 years) and analyze the historical background of
contemporary public health policies (see Appendix A for a detailed list). The historical
research for this dissertation focused on the analysis of centralization/decentralization
attempts of health services throughout Argentine history and changes in the services
96

provided to oncology patients by the State. These topics were selected because they
could provide insight into the current policies, programs, and services directed at
pediatric oncology patients.
Another portion of the historical research focused specifically on pediatric
medicine and the transformations this sub-discipline has undergone through time. The
analyses of the processes behind the constitution of the pediatric subject were important
for understanding contemporary doctor-patient relationships and the expected role of the
child during long processes of hospitalizations. The meanings associated with children
and their rights also determined the design of local and global policies concerning access
to healthcare and other forms of wellbeing.
Contemporary health policies were collected in order to situate the information
obtained on individual experiences during medical treatment and migration within a
larger context (for the complete list, see Appendix A). This involved a revision of the
laws that demarcate: the right to health, the distribution of medical resources, the
provision of government funding to patients for issues that are not directly linked to
medical services (i.e. housing, transportation, education), and access to services required
to ameliorate the secondary effects of medical treatment (i.e. disabilities, assisted
reproductive technologies). Local and international child policies as well as periodical
publications were also consulted.
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Frameworks for narrative analysis
The use of narratives in this dissertation is based on a recent attempt within the
field of narrative research to synthesize structuralist analyses with sociocritical
frameworks. These two ways of looking at narratives have been borrowed from the field
of literary criticism. Structuralist approaches started in the 1960s and were heavily
influenced by the work of linguists such as Sausurre (specifically the distinction between
langue and parole) and the earlier typologies of written narratives carried out by
formalists such as Propp and Tomashevskii (Eagleton 2008). The premise behind
structuralist narratology was that these were universal processes through which humans
constructed narratives that could be analyzed systematically (Eagleton 2008). Therefore,
most of the work performed by these literary analysts was based on the creation of
models that could be applied to texts in order to identify its functions and components.
This approach received similar critiques to those attributed to structuralism in
anthropology where the role played by the social, political and cultural context in the
ways narratives are told, why, how and when they are told and what is told and not told
was not taken into consideration. In the case of this dissertation, some concepts are
extracted from the structuralist framework to aid in the analysis of texts produced from
the interviews. The transposition of the theories used in literary criticism to the analysis
of face-to-face communication was initially proposed by Labov and Waletzky under the
idea that ―conversational storytelling constitutes the primordial narrative situation‖
(Herman 2009:35) or a prototype of narrative activity (Ochs and Capps 2001).
The concept of narrator, character, scene and plot proposed by Greimas (1966),
one of the most famous structuralist literary theorists, are used to categorize, arrange and
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analyze the data collected from the interviews. Greimas (1966) was interested in the
different ways in which the characters represented in stories occupied different functions.
Genette (1966) took typification even further when he created the concept of narratology,
devising systematic ways of categorizing the narrators, narrations, and narrative times
(speed, rhythm, etc.).
In the case of this dissertation, the analysis is structuralist in the sense that
characters and scenes are identified and categorized. However, there is no attempt to
search for deep structures underlying each of these components or imply that this type of
analysis is a universal model that is transferable to all narrative situations (Eagleton
2008). The selection of these components is partially a creation of the interviewees
through the selection of topics they chose to discuss and partially my imposition through
the development of the interview guide, intervention during the interview process, and
implementation of these analytical frameworks.
In narrative research, characters have been defined as ―the active agents
represented within narratives‖ (Keen 2003: 30). Narrators, the storytellers, chose which
characters should form part of their story depending on the purpose behind the telling of
their story, the audience, and the experience they wish to narrate. The characters were
coded in each narrative in order to examine the different ways in which children and
parents positioned themselves and others in the telling of their illness and treatment
stories.
The concept of scene in narrative research, also referred to as frames or boundary
clues, is used to identify instances ―when narrative fictions surround particular discrete
episodes or passages with boundaries that act like frames in drawing attention to the
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difference of the materials within‖ (Keen 2000:114). According to Goffman, ―people
make sense of the world by creating frames that channel and delimit sorts of inferences
that need to be made about particular experiences and zones of experience‖ (in Herman
2009: 40). In this dissertation, the concept of scenes was used to identify and code the
events and situations the children and parents chose to include in their illness and
treatment stories. The scenes referred to biomedical stages such as diagnosis, control and
relapse, but they also included events that the families considered important components
of their trajectories such as identifying the early symptoms of the child‘s disease,
preparing for departure, carrying out the paperwork for treatment or staying in hotels in
Buenos Aires.
Critics of the structuralist framework argued that the presence of these
components is also the product of the biography of the narrators, the social and temporal
context where the interview took place, the biography and interests of the co-narrator
(me), and the larger political and economic context where we are all situated (Goldman
1965, 1973; Zima 1978). The text (transcript/conversation) should never be analyzed in
isolation from the forces that led to its production and interpretation. Gubrium and
Holstein (2009) have proposed the concept of ―narrative work‖ to appeal to ―the
interactional activity through which narratives are constructed, communicated, and
sustained or reconfigured‖ (xvii). Narrative work entails a specific narrative reality
(social views on storytelling), narrative practice (what is told and how and what is not
told), setting, and purpose (narratives are told to do something) (Gubrium and Holstein
2009).
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The focus on what is not told has been a topic of discussion in this field and
represents an interesting factor for analysis. The non-dit (not told) had been interpreted
through an analysis of silence, that is, a study of the stories that are discouraged,
delegitimized, doubted, or ignored (Gubrium and Holstein 2009: 52). Anthropologists of
childhood have argued that children‘s stories tend to fall into this category in the sense
that children are not considered avid storytellers (Scheper-Hughes and Sargent 1998).
However, literary criticism has proposed two other types of narrative elimination that
could be beneficial to the anthropological analysis of interview texts: the non-narrated
and the dis-narrated (Prince 1992).
The non-narrated not only involves the muting of stories that was mentioned
before, it also entails the details and scenes left out by the narrator on purpose. This selfcensorship has been explained by Prince as ―everything that according to a given
narrative cannot be narrated or is not worth narrating-either because it transgresses a law,
or because it defies the powers of a particular narrator, or because it falls below the socalled threshold of narratibility‖ (1992:28, emphasis in the original). In other words,
narrators will tend to leave out elements that threaten their ability as suitable storytellers
as well as issues that they do not consider sufficiently important or interesting to be part
of the story. This last point includes all of the quotidian activities that are present in the
actions being narrated, which might be implied, but are not specifically told because they
would make the story tedious (Prince 1992). As Prince (1992) argues, this selection of
―the inexpressive‖ is dependent upon a given narrative, and supporters of sociocritique
would add, upon all of the other factors that form part of narrative work.
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The disnarrated touches on a different issue, it refers to ―all the events that do not
happen though they could have and are nonetheless referred to (in a negative or
hypothetical mode) by the narrative text‖ (Prince 1992:30; emphasis in the original).
Labov calls these events comparators to distinguish between those that happen and those
that do not. In literary production disnarration functions to create specific effects on the
reader such as suspense, surprise, an advance of what could happen (but doesn‘t), the
presentation of a parallel and alternative reality, and the deception of the reader (Prince
1992). In face-to-face communication this technique is also present and it can be used for
similar purposes. The interesting aspect of the analysis of the disnarrated in the texts
produced from interviews is the answer to the question: if this event did not happen, why
does the narrator mention it?

Process of data analysis
The recordings from the interviews and descriptions of the drawings were
transcribed by the researcher in Spanish and the field notes from the participantobservation were compiled into one file. Translations to English of the quotes selected
for the dissertation were also carried out by the researcher. The researcher analyzed the
content of each narrative in the following ways. First, the main actors (also referred to as
characters) were identified. In the case of this study, the two main actors were the
children and their parents, and their stories served as the base for identifying the other
actors involved in the situations described during the interviews (i.e. doctors, nurses,
other parent, siblings, volunteers, etc.)
102

Second, the main scenes described during the interviews were identified and
organized into categories. It is important to take into consideration that the scenes
described by the children and parents were structured by the dynamic of the interview
guide which delineated a temporal and sequential arrangement based on biomedical
stages (identification of symptoms, diagnosis, treatment, control, relapse, palliative care).
However, not all of the participants adhered to this structure and many changed the
questions to their liking, skipped stages, critiqued the questionnaire and suggested new
questions for its improvement. In other words, even though the narration is heavily
influenced by the interview setting and questionnaire, the parents and children played
active roles in fashioning a narrative that could represent their lived experiences.
The patterns found in the representation of actors and scenes were used to create a
list of codes. Once the list of codes was created, the researcher reviewed the transcripts
and coded them with computer software (Atlas ti). Atlas ti. facilitated the establishment
of different types of coding, the comparison of interview transcripts, and the coding of
images such as the drawings. A list of the topics that were not discussed was also made to
compare the issues that did not form part of parents‘ and children‘s stories.
The transcripts of all individuals were then compared according to these codes in
order to select the most frequent topics of conversation and to determine how experiences
varied among the participants. This variation was first analyzed by comparing child and
parent narratives. The scenes that were more frequent in the parents‘ narratives were
labeled ―parental scenes‖; the ones that were more frequent in children‘s narratives were
labeled ―children‘s scenes‖, and the ones that appeared frequently in both narratives were
labeled ―shared scenes‖.
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The frequencies in children‘s and parents‘ narratives were then grouped according
to the four variables included in the third research question of the dissertation: the
hospital where the child receives treatment, the distance to the place of origin, the age of
the child at the time of the interview and the stage of treatment at the time of the
interview. The frequency of themes was used to determine if each of these variables
influenced the telling of the stories.
Attention was also paid to the way in which stories were influenced by the spaces
where the interviews were conducted. Furthermore, following the CMA framework, the
narratives were also analyzed in relation to the larger economic and political context
where health care is delivered and the biographical background of the narrators (social
class, place of origin, gender, age, stage of treatment, and medical prognosis). The
analysis of this information followed the model proposed by Gubrium and Holstein
(2009) performing a holistic reading of narratives where attention is paid to their content
and the circumstances behind their production.
The information collected on the characteristics of each household was
instrumental in the process of contextualizing parents‘ and children‘s narratives. This
data was summarized into brief vignettes on each family and portions of these
descriptions were used to understand processes of scene selection. The data collected
from the reflections the children and parents made regarding the health care system, their
experiences accessing medical services, and the advice they would give to other families
were analyzed using thematic analysis where the main themes were coded and
representative quotes were used to illustrate them.

104

The drawings were analyzed in relation to the audio-recorded explanations made
by the children. These interpretations were also coded by paying attention to the general
topic of the drawing. The labels used by the participants when describing the drawings
were used as the codes in an attempt to represent their voices more accurately. A
comparison of the topics of the drawings and the scenes in the narratives was made to see
if there were similarities in the issues expressed verbally and visually. The information
collected through participant-observation was also transcribed and the content was
analyzed for themes. These notes were used to situate children‘s and parents‘ voices in
the relevant context.

Sample
As described above, the three research projects generated a clinic-based
convenience sample of 35 families from areas outside of Buenos Aires whose children
were undergoing cancer treatment in four public hospitals in the Capital. These hospitals
were selected because the families who frequented FNDF‘s headquarters received
treatment in these medical facilities. Ten other families (for a total of 45 families) were
interviewed, but their information is not included in this dissertation because of
incomplete data or lack of relevance15. Only one parent refused to participate in the
research project (specifically in the fieldwork that took place from May to August 2010).

15

Incomplete data refers to problems with recording (loud noises that complicated the transcription),
interviews with parents but without the child (the reasons why children could not be interviewed were:
lack of time, delicate health condition, or because they were busy with other activities), and lack of time
to complete all of the sections of the interview. Originally, the research project would include migrant
families from outside of Argentina, but it was later decided to limit the sample to Argentine families.
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Children in different stages of treatment (after diagnosis, during treatment, in remission
or control, and in cases of relapse) were asked to participate in order to achieve a better
understanding of how perceptions change through time.

Participants from different

provinces of the country were selected in order to obtain greater diversity in travel
experiences.

Characteristics of the research participants
Figures 1-6 summarize the characteristics of the participants (Appendix C
contains the characteristics of individual families). Families from 15 different provinces
were included in the sample. As Figure 5 indicates, the highest number of participants
came from Provincia de Buenos Aires, Salta, and Entre Rios. The cases of children from
Provincia de Buenos Aires (the closest province to Buenos Aires city) that were included
were those in which the family had more than 3 hours of travel back home and, therefore,
could not commute daily to Buenos Aires to obtain treatment. In terms of distance to the
place of origin, Figure 6 shows that the highest percentage of families came from
provinces located between 1000 and 1500 kilometers away from Buenos Aires, followed
by those less than 500 kilometers away and 500 to 999 kilometers away.
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Figure 5. Percentages of the provinces of origin.

Figure 6. Percentages of the distance to the place of origin.

As seen in Figure 7, most of the children included in this study were diagnosed
with leukemia (17 children). This corresponds with the distribution of cases at a national
level as the latest results from the only pediatric oncology registry in the country, the
ROHA (2005), which indicates that the most common type of cancer in children is
leukemia (37.1% in 2007) (see also Abriata and Moreno 2010). Leukemias have an
incidence rate of 3-4 per 100,000 children below the age of 15 (Moreno 2007). Among
the leukemias, the most common is ALL (acute lymphocytic leukemia) (ROHA 2005).
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Figure 7. Percentages of the child‘s diagnosis.

Children receiving treatment in 4 public hospitals were included in this study
(Figure 8). Hospital de Alta Complejidad, Hospital General, and Hospital Infantil are
children‘s hospitals located in the Capital of Buenos Aires, while Hospital Policlínico has
a polyclinic format and is located in the Provincia de Buenos Aires. These hospitals were
selected because FNDF provides services to families being treated in these facilities.
Most of the children in this study were receiving treatment in Hospital de Alta
Complejidad.
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Figure 8. Percentage of participants receiving treatment in the four hospitals included in this study.

As it was mentioned earlier, children in different stages of oncological treatment
were selected. Most of the child participants were receiving some form of medical
treatment at the time of the interview (Figure 9). This treatment involved chemotherapy,
radiotherapy, and bone marrow transplants. Eleven children were in control stages, that
is, they had finished their treatment protocols and were travelling to Buenos Aires on a
regular basis for medical surveillance. Six children were interviewed while they were
receiving treatment for a relapse and one of these children had migrated to Buenos Aires
because of this relapse. One child entered palliative care and another passed away after
the interviews were conducted.
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Figure 9. Percentages of the stage of the child‘s treatment at the time of the interview.

Children ranging from ages 5 to 17 were included in this study to have a wider
range of treatment experiences and determine if the experience of medical treatment
varied according to the child‘s age. As Figure 10 indicates, more than half of the child
participants in this study were younger than 12.

Figure 10. Percentages of the age of the child at the time of the interview.
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Ethical considerations
Research with children puts our ideas about autonomy and agency under scrutiny
in the sense that, on the one hand, we consider children as autonomous agents because
they are our research participants, but on the other hand, we are confronted with societal
norms that treat children as dependent and passive individuals (Bluebond-Langner et al.
2005; Whiteford and Trotter 2008). Current regulations for pediatric research in the U.S.
establish that individuals who have not attained the age necessary for providing consent
(18 in the state of Florida) are considered a vulnerable population and additional
protection is necessary if they are to be involved as subjects of research (IRB Policy 306
2010). For instance, the researchers need to request parental permission and the child‘s
assent (defined as ―a child‘s affirmative agreement to participate in research‖) in order to
carry out the study, and the requirements for the assent change depending on the age of
the child (IRB Policy 306 2010). The researcher is also required to fill out additional
documentation explaining how the child participants will be protected (focused mainly on
how the researcher will prove that the child‘s legal guardian is providing permission, how
privacy will be maintained during the interview, and how the data will be stored to
guarantee confidentiality) (IRB Policy 306 2010).
In the case of this study, the research proposal was analyzed and approved by the
academic committee at the University of South Florida (USF) and the President of
Fundación Natalí Dafne Flexer in Argentina. Once FNDF authorized the studies, the
research proposal was reviewed and approved by the Institutional Review Board (IRB) at
USF.
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The parents of potential child participants were read the verbal informed consent
script that had been approved by the IRB explaining the contents of the study, potential
risks and benefits, and the general structure of the interviews. Once the individuals
decided to participate and gave consent for their children to participate, children were
approached individually and were read the verbal assent script. The potential participants
were given the option of not participating in the study and were allowed all of the time
they needed to decide if they wanted to participate. The verbal consent process was
carried out in Spanish and in terms intelligible to the parents and children.

The

interviews were carried out in places where the participants felt comfortable and where
privacy could be assured. No personal or identifiable information was collected during
the interviews or observations. Each participant was assigned a code and they are referred
to in this dissertation according to pseudonyms. Only the researcher has access to the
collected data.

Limitations of the study
CMA and narrative research were combined in this dissertation to deal with the
theoretical limitations previously identified for each framework.

This combination

allowed the researcher to analyze individual experiences without disregarding the larger
political, social, and economic context where health care is provided.

A balanced

explanation of patients‘ and families‘ everyday reality was difficult to achieve and further
experimentation with both theoretical frameworks is required to develop more suitable
analytical tools. The identification of general categories such as characters and scenes
facilitated finding emergent patterns among individual stories, but alternative
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mechanisms of categorization could provide insight into other aspects of individual
narrative innovation.
A limitation of this study was that it was only carried out in Buenos Aires and,
thus, only included the families who had been referred by provincial hospitals. As will be
argued in Chapter Five, the exclusion of families receiving treatment in hospitals in other
provinces prevents us from seeing the cases where short-distance referral or no referral
act as successful strategies in the treatment of pediatric cancer. Another limitation was
that the sample was a convenience sample and it was not collected randomly.
Furthermore, because the interviews and observations were carried out in FNDF‘s
headquarters, the children and parents who were not familiar with this organization did
not have the opportunity of participating in the study. The interview scripts worked well
and the interviewees did not have problems with the wording of the questions, but the
interviews were sometimes short and not enough depth in the content was achieved. The
drawings pointed to topics that were not initially present in the interview scripts but the
request of four different types of drawings in addition to the verbal interview demanded
too much time from the child and could have affected their participation during the final
sections of the interview.
A final limitation concerns my presence in these facilities and the perception
children and parents had of the role I played during the fieldwork. Certainly, the fact that
I was a young, female, and childless researcher working in a foreign (U.S.) university
influenced the interviewees‘ participation in the research project and responses to the
interview questions. The parents reminded me of the fact that since I did not have
children of my own, I did not know what it was like to be a parent. The children tried to
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situate me in the adult roles familiar to them: teacher, doctor, nurse, psychologist, social
worker or hospital volunteer. This was especially evident in the drawings as some of the
participants saw this activity as either a school assignment that would be evaluated or as a
recreational activity carried out with a volunteer in the hospital recreational room.
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CHAPTER FIVE:
RESULTS

The results are presented in this chapter organized by the research questions and
hypotheses mentioned earlier. The interviews, drawings, and observations provided
information on the characters and scenes the children and parents chose to include in the
telling of their stories. Overall, the children and parents shared many scenes and
characters, but patterns of ―child-only‖ and ―parental‖ scenes and actors could be
identified. The chapter is organized by the comparison of the frequency of mention of
scenes by the parents and children and the variation of the narratives according to four
variables (hospital, distance to the place of origin, age of the child, and stage of the
treatment). Finally, the chapter presents children‘s and parents‘ views on the provision of
pediatric oncology treatment in Argentina, the changes that could be made, and the
advice they would provide to other individuals in their same situation.

Characters
A summary of the characters identified by the children and parents have been
presented in Figure 11. A complete list of the characters that appeared in the narratives
and details on frequency of mention can be found in Appendix C. This frequency does
not refer to the number of times each character appeared in each narrative, it only
indicates if the individual was mentioned at all. The list clearly illustrates the diversity of
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actors present in the children‘s and parents‘ stories and their identification of individuals
beyond immediate family members and health professionals.

Characters identified by the children
Mothers were mentioned in almost all of the stories (29 interviews out of 35),
followed by siblings (23 interviews out of 35). The lack of reference to fathers (only in
10 out of 35 interviews) correlated with the information collected through observations
and interviews where fathers were usually absent during the treatment. Only twelve
children (out of 35) talked about the healthcare staff, including provincial and Buenos
Aires doctors as well as nurses. This is unexpected considering the fact that children
interact with these professionals several times a day. As will be described later on in the
chapter, this could be due to the negative perceptions of these professionals by 10 of
these children and the presence of fractures in patient-physician communication.
The hospital volunteers working with FNDF were mentioned in 14 interviews
(out of 35) and this could be related to the fact that the interviews were conducted in their
headquarters. Regardless of this, when these volunteers were mentioned, it was to talk
about the recreational activities the children performed with them (drawing, playing
board games, and making arts and crafts). The staff from the hotels was mentioned by 6
children who had been living in Buenos Aires.
Six children (out of 35) mentioned their teachers back home in conversations
regarding the people they missed from their place of origin and the individuals they
sought help from when they had ended treatment and only came to Buenos Aires for
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controls. There was only one mention (out of 35 interviews) of the hospital teacher in one
of the narratives and it was from a child receiving treatment in Hospital de Alta
Complejidad. Hospital de Alta Complejidad‘s hospital school system is one of the best in
the country, and the other hospitals lack these educational services or have less efficient
systems.
The remaining actors in the children‘s narratives were those involved in the
provision of non-medical services such as government institutions, obras sociales,
psychologists, and social workers. When they were mentioned (in 8 interviews out of 35),
it was in the case of the older children (above 12 yrs. of age) and their knowledge of the
role of these actors and the paperwork required for their assistance was as accurate as
their parents.

Figure 11. Characters identified by the children and their parents by frequency of mention
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Characters identified by the parents
The children and the doctors in Buenos Aires (mainly the oncologist) were
present in all 35 of the parents‘ narratives. The doctors in the provincial hospital also
appeared frequently (in 17 interviews out of 35), but were missing in several of the
stories. The spouses formed part of the narrative in almost half of the cases and their lack
of inclusion could be related to the fact that most accompanying parents deal with the
care of the ill child on their own. Furthermore, four of the interviewees were separated at
the time of the fieldwork.
The children without cancer were mentioned by 12 parents (out of 35 interviews).
The FNDF volunteers were mentioned in 15 interviews (out of 35), pointing to the
important role these actors play during treatment. The narratives of parents included more
frequent mention of government institutions such as the Banco de Drogas (11 interviews
out of 35) and Casas de la Provincia (9 interviews out of 35). The obras sociales
appeared in 10 interviews and the staff at the hotel, in 11 (out of 35 interviews). Other
hospital staff such as psychologists and social workers appeared in 4 interviews (out of
35), indicating that their work was discussed less frequently than the work of other
professionals, but still representing a more common character in the story when
compared to the interviews with the children.

Scenes
In the case of this dissertation, scenes were defined as events or settings identified
by the narrators in the telling of their disease and treatment stories. The boundaries that
―separate‖ one scene from each other were established by the researcher for analytical
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purposes. In the actual telling of the stories, each scene unfolded into another without
clear confines. It is important to take into consideration that these scenes were not present
in all of the narrators‘ stories and they did not always appear in the order presented
below. The scenes and frequency of mention can be found in Figure 12 (for the complete
list and counts see Appendix D). They are presented here according to children‘s and
parents‘ ―uses‖ of the scenes and are organized biomedical sequences of cancer diagnosis
and treatment (treatment, maintenance, control, relapse, remission or palliative care) to
facilitate comprehension.

Figure 12. Scenes identified by the children and their parents by frequency of mention

The narratives of children and parents pointed to the diversity of scenes described
by these actors, the points where the events and settings they described interlaced and the
issues that differed. Children‘s stories shed light on the negative factors they faced during
hospitalization such as lack of communication with their healthcare professionals and the
experience of painful, sometimes traumatic, medical procedures. Children adapted to
these situations by maintaining long-distance family relationships, creating new bonds,
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and keeping busy with schoolwork, recreational activities, and the refashioning of their
hospital rooms.
The stories of the parents focused on the details of the treatment and the
paperwork and strategies required for obtaining both medical and non-medical services
for their children. The parents did not seem to experience the same communication
barriers with the health care staff as the children. Parents described scenes of the daily
dynamics of securing cancer treatment in Buenos Aires such as obtaining food and other
essentials, maintaining a sanitary environment for the child, learning to move around
Buenos Aires, dealing with the separation from family members, and securing the
coverage of the family‘s expenses.

Parents’ scenes
As it was mentioned earlier, the stories of the parents tended to cover the initial stages of
the child‘s treatment in greater detail. This entailed describing the child‘s first symptoms,
visits to the emergency room or the pediatrician‘s consultation, hearing the cancer
diagnosis and making travel arrangements to Buenos Aires. Families also had to deal
with obstacles in these stages such as misdiagnosis, delays in referrals to Buenos Aires or
unsuitable short distance referrals to nearby medical facilities. Only five children (out of
35) mentioned at least one of these early stages, therefore, they were labeled parental
scenes.
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The first sign that something was wrong
When asked how everything began (and this was left vague on purpose), the
parents referred to a symptom, a physical description, that told them that something was
not right with their child‘s health. For the children with leukemia (17 cases out of 35),
what was mentioned was pain in the limbs, bloating, or unusual bruises.

In five

occasions (out of 17) these were initially discounted as the product of child‘s play, but as
they got worse or would not disappear, parents identified them as harmful. The other 18
cases (out of 35) mentioned symptoms like cold-like symptoms (cough, runny nose,
fever), lumps, and muscle spasms.
In all 35 cases when these symptoms appeared, the family members took the child
to the local doctor for a consultation. This initial consultation either took place in the
emergency room, or took place in a previously arranged meeting with the child‘s
pediatrician. The medical consultation for obtaining a diagnosis began with the collection
of symptomatic descriptions, physical evaluation of the patient, and the development of a
series of clinical tests (these varied according to the child‘s symptoms and type of
cancer). Parents were the main source of information for doctors, but children also
participated in this process by complaining of ailments and trying to make their
descriptions of symptoms more specific. Lucia‘s mom described how the way in which
her daughter complained of the pain she felt led her to seek medical attention on different
occasions.
She started on a Monday with pain in her leg. The top part of the leg was
where it hurt. At first you don‘t give it much importance because you think
that she hit herself riding her bike, but then she cried because of the pain and I
took her to a traumatologist there and they took radiographies at the Hospital
Baez [hospital in Entre Rios] and supposedly it was nothing. But she insisted
that it hurt and cried too much. She also walked with a limp. They then did
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other analyses, another private traumatologist, and there they saw that her
whites [white blood cells] were through the roof and then they sent me to
Hospital General [Buenos Aires hospital].
They didn‘t know what my child had
There were 10 cases where required tests were not carried out or the physician did not
have training on the identification of the early symptoms of cancer, leading to delays in
diagnosis and the administration of incorrect treatment. Camila‘s case of leukemia was
dismissed as a simple cold during one year, until her condition worsened and she was
referred to a hospital in a larger city in Salta. Sebastian‘s central nervous system tumor
was confused with a muscular spasm of the neck and he was given physical therapy in the
form of massages and muscular stimulation for over a year. Carolina‘s ovarian cancer
was misdiagnosed as a fecaloma (the hardening of feces). Karina‘s (8yrs.) kidney lump
was not found during her regular pediatric consultations. Diego‘s (7yrs.) brain tumor
diagnosis was delayed for 7 months because a resonance was not requested by his doctor.
Martin (7 yrs.) had fever for a month and was treated with different drugs for four months
until he had petechias all over his body (small, red, skin lesions), bone pain, inflamed
glands, he would not eat, and needed constant blood transfusions. When I asked Martin‘s
mom why the referral had taken so long, she responded:
I think it was medical negligence because when I came here [Hospital General
in Buenos Aires] they told me that this with a simple blood analysis is visible
and the doctors there [in Tierra del Fuego] never told me that they were going
to do a blood analysis. The only thing they did was change the medication
until he started taking amoxicillin 750 that when I told the medical resident
here [in Buenos Aires] she told me that it was an antibiotic for a child of 14 or
15 years, not for him [Martin was 2 years old at the time].
The worsening of the health condition of their children put these parents‘
perseverance and resourcefulness to the test. They had to rely on the advice of family
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members, the reputation of the physician and hospital, or their judgments regarding the
validity of the evidence used to justify the diagnosis. When symptoms persisted,
however, other people‘s advice to continue with the same treatment and physician were
not followed and parents searched for many different ways to secure adequate medical
treatment for their children. Sebastian‘s mom described her odyssey for medical
diagnosis in the following way:
When he was 9 months old, I had him in his play pen and I saw that his head
tilted to one side. It was like he had neck pain and his neck was crooked.
From then on he did not lift up his neck. I took him to the pediatrician; he did
some stimulation, massage, because he said it was a muscular problem. He
then had problems with his eyesight, he had an unbearable photophobia. There
was no way to keep him with light in the house, with a 25 [watt] lamp, he
would cry. The light made his eyes sting. They then told me that he had
contagious conjunctivitis. Well, then he had trouble with food. Everything he
ate he aspirated. He choked with a grain of rice. He then walked and lost
stability. He would tilt sideways and when he fell, he would hit his head
against the ground. One of the women I knew in the hospital told me ―Mom,
this is not right because a muscle spasm would have improved in a month or
two‖. He was worse, and I would go to the hospital every single day. There
was a time when I took him to doctors continuously, he saw the pediatrician,
traumatologist, neurologist, kinesiologist, ophthalmologist, and none of them
could tell me what he had. I would see him get worse at night, he would not
react, he would get all purple, he had respiratory arrests, so one night I went,
desperate, and told the doctor, ―Sebastian does not pass the night‖. Because of
this they told me they would perform a resonance, I am talking about a year
and 3 months of going through all of this. They brought me here to Lomas de
Zamora [located in the Province of Buenos Aires] to do the study. When they
went to pick up the results of the study for me, because they do not travel
often, it took them 2 months and 1 month in addition to that the study was
delayed because the hospital did not authorize its release. So it took three
months for them to give me the results and for me to find out what Sebastian
had. When I saw that he could not resist anymore because he would choke and
could not eat anything, they didn‘t even give me a probe, I changed
pediatricians because I saw that he was not improving.
[…] All of that time they didn‘t do a study, not one radiography, not one
fondo de ojo [funduscopy]. If they had done a fond de ojo [funduscopy], they
would have seen it [the tumor]. But I never stayed still, I never took steps
back. I had trouble with my family, with my husband, because I would tell
him I‘m leaving and he would ask, ―you‘re going to the hospital again?‖ I
would see that my child would not improve, and the way that he came to
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Buenos Aires, he was a completely disabled child because he would not walk,
talk or eat.
In the cases of misdiagnosis, children were also cognizant of doctors‘ mistakes and
the actions needed to remedy the situation. When talking about his diagnosis, Carlos
(11yrs.) said:
Another man, another doctor, told me that he wanted to do surgery on my
head, but that was wrong. I don‘t know his name, but he is the one that told us
that I had no cure here in Rio Negro or in Neuquen [two southern provinces].
So we came here [Buenos Aires] and I got the diagnosis in Hospital de Alta
Complejidad [a children‘s hospital].
We couldn‘t get a referral
Three families had remained in the hospital in the place of origin because they were
misinformed about hospitals in Buenos Aires or denied referral by the staff. Alicia‘s (7
yrs.) grandmother talked about how the hospital staff in Salta told her that the Hospital de
Alta Complejidad (a Buenos Aires hospital) was private and she would have to sell all of
her things in order to take her granddaughter to get treatment for ALL (acute lymphocytic
leukemia). Maxi‘s (6 yrs.) family also had trouble getting a referral from Santiago del
Estero. His mother had several arguments with the doctor and when her child was not
given the official referral she had to sign a personal hospital discharge and travel to
Buenos Aires on her own. This created bureaucratic and financial difficulties for
traveling families due to the fact that patients that were not officially referred to a Buenos
Aires hospital have additional paperwork to fill out and do not have access to government
support from the Casas de la Provincia for travel, meals, and housing.
Paula‘s (8 yrs.) family, because her father had family health coverage through his
obra social, faced additional restrictions in securing a referral to a public children‘s
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hospital in Buenos Aires. Each obra social covers the medical expenses of their members
if they seek attention in specific clinics and with affiliated medical professionals. In the
case of pediatric oncology patients, not all of these clinics are equipped with the
necessary medical technology or specialized personnel to provide adequate treatment. In
theory, these patients would have to be referred to the one of the public Buenos Aires
children‘s hospitals that can provide this service such as Hospital de Alta Complejidad,
Hospital General, or Hospital Infantil, but this transfer is not always an easy process.
Paula‘s mother described the mechanism she implemented with her husband to secure a
referral for the treatment of Paula‘s brain tumor.
We took her to Clinica Mercedes that is located in Coronado, and there they
told me she had a tumor. After a month of hospitalization, the only thing they
were giving her was ibuprofen, so we asked for a referral to the Hospital de
Alta Complejidad. […] An oncologist from the Hospital de Alta Complejidad
hospital came and told me that she had to be referred there or to Hospital
General because in that clinic they did not have what she needed. The people
at the clinic said that there were no beds available [in Hospital de Alta
Complejidad], but we fought with them and told them that we were going to
make trouble for them and that we were going to do everything possible to get
her out of there. […] They didn‘t want us to get out from there because they
were receiving payments from the obra social. They had her there a month
like that until I called the obra social and told them that she was vomiting
blood and that the tumor was touching her respiratory parts and that she
couldn‘t breathe anymore.
Short-distance and long-distance referrals
In the case of the other 25 families (out of 35), the cancer diagnosis was accompanied
by the instruction to travel to another hospital. Nineteen families were referred directly to
Buenos Aires, while 6 families were first referred to another local or at least more
proximate facility. Hernan (8yrs.), Luis (12 yrs.), Diego (7 yrs.), Adriana (17yrs.),
Luciano (12 yrs.), and Santi (12yrs.) were referred from small rural clinics to larger city
hospitals in their provinces to undergo a resonance for diagnosis. Once the diagnosis was
125

obtained or it was impossible for the medical professionals to reach a certain diagnosis,
they were referred to Buenos Aires. In the case of Diego, the stop was relatively brief (2
weeks) as it became evident to the medical professionals that the hospital did not have the
equipment necessary for the child‘s treatment. Diego‘s mom explained the situation in
the following way:
Supposedly the hospital where I was hospitalized was sending me directly to
Hospital de Alta Complejidad, but the guy from the UOCRA [obra social],
sent him to Mendoza. They were going to operate him in Mendoza, but they
didn‘t have the equipment because he cannot be operated outside of his head,
it is all from the inside. So they didn‘t have the equipment to operate on him.
They had me there for two weeks until they did the paperwork to bring him by
plane, because he could only be brought by plane.
In the remaining short distance referral case, Sara carried out a complete treatment
protocol for her AML (acute myeloid leukemia) in a hospital in the city of Salta and only
after these efforts failed (and the child relapsed), a referral to Buenos Aires was
requested. Once referral to Buenos Aires was decided upon, it was done quickly as by
then the child‘s condition had severely deteriorated. Delays in referral or unsuccessful
short distance referrals had a profound effect on parents‘ and children‘s perception of
medical professionals in provincial hospitals which were from then on identified as
inexperienced, deceitful, and rude. Camila (14yrs.) had to undergo regular check-ups in
Salta (her province of origin) and when I asked if she would prefer to carry out her entire
treatment in this hospital she said no and explained her answer in the following way:
No, the doctor I have there, if I talk to her, she acts as if I didn‘t talk to her
and she doesn‘t worry about things. She has this schedule where if I have an
appointment at ten, then if I am late, she won‘t see me. But here [in Buenos
Aires] if I am late, she [other doctor] sees me, and she understands why things
happen, why I couldn‘t be there. Over there [Salta], they don‘t. For example,
whenever I go to my house, there is always a strike by the people from there
and we tell the doctor that we did not arrive because there was a strike and she
doesn‘t believe us and so my dad has to argue with her.
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In the case of the 19 families who were referred directly to Buenos Aires, these
referrals were ordered by health care professionals in the case of 16 children, the other 3
children were taken to Buenos Aires by their parents. Joanna (5 yrs.) and Carla‘s (7yrs.)
parents had previous experiences of requesting medical services for other children in their
provinces of origin. One of Joanna‘s sisters passed away in a hospital in Santa Fe and her
mother did not want to ―make the same mistake twice‖. Carla‘s brother had already
received treatment in the Hospital de Alta Complejidad hospital, so her mother thought it
would be best to take her daughter to the same hospital. Lucia‘s mother made the
decision based on the fact that she did not like the attention her child received in their
local hospital.
She still had symptoms and I had to go back to the hospital, but unfortunately
in the hospitals in my city, in most of the hospitals, these things happen. They
give you an appointment and then you have to go the following week, so
thank God I did not lose my time. Because she started with this on Monday
and by the next Sunday she was hospitalized in Hospital General [Buenos
Aires hospital]. And that helped her a lot. If I had waited there in
Gualeguaychu, they tell me ―well come on Monday or Tuesday‖ and then they
give you the appointment, because she was first seen in the emergency room.
They took an x-ray and she didn‘t have anything. They didn‘t think it was
important.
Preparing for departure
Time to prepare for departure was often scarce and some families
migrated only with the possessions they had with them at the time of diagnosis.
Karina‘s family was one of these cases, as her mom described:
Since that day they left me in there [the hospital]. I did not return to my house
since that day. I was there, only with my purse, a radiant day like I always say,
until the day of the surgery. After that we were there for 2 months and then 8
months. I did not return and I was not going to return alone. I decided that.
[…] I was so scared that I talked a lot to the people in Social Services, and the
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director would always come and see me. And not only that, they would bring
me towels or a nice dessert for my daughter.
Marta‘s mom described this process as:
I think that one is not prepared for this. You have a child that has a cold, you
take her to the hospital and come back home. My life changed upside down. I
was in my house, I had to leave because of this thing with her [the medical
consultation], I went back home to prepare a bag, shower, and then I came
here [Buenos Aires]. A big change.
Five families managed to have personal possessions sent to them through other
people travelling to Buenos Aires, while the rest bought or received materials from
hospital volunteer groups or NGOs such as FNDF who have specific programs for
addressing these needs. Ten families had time to at least prepare one small piece of
luggage for each person (what they could carry was limited by travel conditions and the
storage space available at the hospital), but had to rush arrangements related to parental
employment, the caring for the siblings who stayed in the place of origin, and other forms
of family and communal obligations. Carla‘s mom described this process as ―dismantling
a family‖:
When I first heard about her disease, it was something tremendous and after
that, hearing that we had to stay for about 5 or 6 months it was even worse
because it is dismantling an entire family to see who stays, where, how my
husband can organize to stay with my other child. And well we stayed here
[Buenos Aires]. Since the day we heard about my child‘s disease, I stayed
here until March 9th [total of 9 months].
The actual travel was described as a period of great confusion caused by an unknown
or not understood diagnosis and the travel to a place most families did not know. Some
parents, like Martin‘s mom, were especially nervous about travelling to Buenos Aires
because of negative portrayals of the city (violence, overpopulation, and large size) seen
on television or heard from other individuals in the community.
128

For many mothers that don‘t know the movement here and they get scared,
like it happened to me when they told me ―you have to go to Buenos Aires‖. I
said well where am I going to go? What am I going to do? It is scary when
they tell you I am referring you to Buenos Aires for this reason. It is scary
because it is a big place, and maybe you don‘t know how to get around. You
are used to something small that you can handle, that you can walk from one
place to another. […] When they told me that they were referring me to
Buenos Aires, my whole world came tumbling down because I didn‘t know
what I would do here, I didn‘t know anything.
These preconceptions of life in Buenos Aires affected parents‘ decisions and their
ability to deal with the paperwork and medication demands of their child‘s treatment.
Although difficult at first, most parents learned how to move around Buenos Aires and
search for the services required by their children.

Dealing with paperwork and medication
As it was mentioned earlier, a significant portion of the parents‘ time was spent
carrying out the paperwork necessary for the child‘s medical procedures and the
obtainment of government support in the form of pensions, subsidies, and transportation
passes. Therefore, these were topics of conversation included in all of the parental
interviews. Of the 35 families included in this study, 4 had pensions at the time of the
interview, 5 received coverage from their obra social, 11 were covered by the Casa de la
Provincia, 1 by FNDF, 1 by another NGO (Hope Foundation), and 6 by Accion or
Desarrollo Social. Three of the families who were interviewed in the second fieldwork
stage collected unemployment benefits, but during the third fieldwork stage these benefits
had been discontinued by the government and subsumed under the pension system. Four
families did not have any type of coverage, two families did not require financial
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assistance and the other two had migrated to Buenos Aires without referral and could not
obtain the necessary paperwork for the pensions.
The elaboration of the paperwork was a skill that was gradually acquired by the
parents. Ten of the interviewees talked about how during the initial stages of the
treatment they felt overwhelmed with all of the issues they needed to deal with to secure
the medication required for their child‘s treatment or the support from government
institutions. Twenty-five parents had never traveled to Buenos Aires and were therefore
not used to the public transportation, the streets, and the large congregation of people.
Diego‘s mom, for instance, while traveling downtown to get the medication her son
needed in order to start chemotherapy, got lost and wandered around a large plaza for
hours until she could get help to travel back to the hospital. Rodrigo‘s mother was
originally from Buenos Aires, she moved away several years ago, and had now
temporarily relocated to access treatment for her child. During the treatment process she
met many parents from outside provinces and chose to talk about these experiences
during the interview:
I talked to several [parents] who were staying in pensions [low cost hotels]
that don‘t go out. They stay locked. Buenos Aires scares them, they don‘t
know how to get around, they are scared. They don‘t know anyone, have no
friends, they are alone. I think solitude is probably the worst thing […].
The paperwork that needed to be filed to request medication and other services for
the child needed to be carried out in institutions that were far from the hospitals where
children received care. This forced the accompanying parents to leave their children with
other parents or hospital volunteers and to request instructions from other parents or
hospital staff in on how to get to these institutions and come back.

130

The first bureaucratic procedure (after referral) parents needed to deal with was
the request of drugs from the Oncology Drug Bank (ODB) so that their child could begin
chemotherapy. Most of the parents did not have problems with this institution, but there
were five cases of delays in medication that resulted in the suspension of the treatment of
these children. When the ODB did not have the drugs requested by the parent, the
hospital staff or FNDF usually stepped in and provided the family with the missing drugs.
Both institutions requested that these drugs be returned by the parents once the ODB had
them so that other families could be helped in the same way. This happened to Paula‘s
mom when she stopped working, her obra social was taken away and the ODB was out
of the drug her daughter needed:
The drugs I have always been able to get, thank God, either by the obra social
or the drug bank. But sometimes I would go get the chemo and they didn‘t
have any and then the hospital would lend it to me. […] I would go to tell the
doctor and tell him ‗look doctor they can‘t get me this medication‖ and he told
me ―don‘t worry, we will get it here for you, because we have some‖. I don‘t
know how they do it, but they get them for you. I was working until they cut
my obra social and the hospital then got me all of the medication for her
chemo.
Other parents like Lucia‘s mom complained of the lack of attention received at the ODB
and the difficulties traveling to this institution created:
There are times when there is no medication, but I would call first. Today I
called and they wouldn‘t pick up, but I went anyway. I went around 10 am,
but they weren‘t seeing anybody. It never happened to me before, this was the
first time. They weren‘t seeing anybody and then more people arrived and the
security guys started helping the people, because the personnel from the Drug
Bank had not gone to work that day [due to a personnel strike]. So I let them
know in their complaint book, because you go there with a health problem. I
have to take my daughter because I have nowhere to leave her and I go fast, I
take her to get her tests, I go to the Drug Bank and go back to the hospital.
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Another bureaucratic procedure entailed securing a pension for the child. Children
undergoing oncology treatment in Argentina have access to a pension (a monthly
government subsidy) when they are able to obtain a certificate of disability. This pension
provides the family with access to PROFE (Prestaciones Médicas Programa Federal de
Salud, Federal Program of Health and Medical Benefits). The PROFE is basically
national medical coverage for the beneficiaries of the pension system (who do not have
an obra social), but the interviews with parents from different parts of the country
indicated that it did not always guarantee access to medical services. For instance,
Camila‘s family in Salta received good services from this program obtaining coverage for
medication as well as the hotel in Buenos Aires, the bus and plane tickets from Salta, and
the food during their stay in Buenos Aires. Sebastian‘s family from Entre Rios, in
contrast, explained their negative experiences with PROFE as follows:
He has the pension and the PROFE, but the PROFE does not cover anything.
You see it is the PROFE from the Province and I am in Concepcion del
Uruguay and their central headquarter is in Parana and I can‘t go do the
paperwork there. The coverage from the hospital over there [Concepcion del
Uruguay] is like a regular consultation. I am getting all of the medication from
the Hospital de Alta Complejidad [hospital in Buenos Aires], but if I have to
buy something, I have to buy it myself and it doesn‘t cover anything. […] I
would have to change my residence to here [Buenos Aires] in order for it to
cover me, but I live in Entre Rios, so I can‘t change my residence.
During the first fieldwork stage when interviews were conducted with the staff at
FNDF, the topic of the PROFE was discussed with the social worker who provides
advice to parents on the paperwork they need to file and the services they can apply for.
She indicated that sometimes the PROFE can act as a double-edged sword:
The PROFE is experiencing a crisis and it is a cruel system. The problem that
people have with this system is that the PROFE does not provide them with
what corresponds to them. They don‘t cover medication and in some cases
they don‘t cover travel expenses. Sometimes they go to the pharmacy to get
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medication and sometimes they have to go to 4 or 5 because they don‘t have
it. They can‘t complain anywhere because the central is in La Plata. The
PROFE is sometimes worse than not having coverage, because if they had no
assistance they could go to Desarrollo Social, but if they go having PROFE
they tell them that they can‘t help them because they are already covered by
PROFE.
The advice she gave to those families who could not get coverage from PROFE
was to request it from the hospital or their Municipio, but this certainly involved more
bureaucratic procedures. Some families also initiated lawsuits against PROFE, but these
took a long time and the children had finished treatment by the time they were resolved.
The issue of delays in time was also a common topic of discussion and 5 families had
been waiting for their child‘s pension for over a year. Parents tried to deal with these
delays by turning in the paperwork weeks before the deadlines, especially in terms of
medication, but this strategy did not always work.
A third procedure was sometimes carried out to request government subsidies for
transportation. In the case of long-distance travel, the Casa de la Provincia of each
province usually paid for the bus or plane tickets, but some families also obtained
coverage of these expenses from FNDF and Desarrollo Social. As was mentioned in
chapter three, there tends to be misinformation regarding the services available to patients
and their families and the authorities responsible for their provision. The law 2.596
establishes a patient‘s right to use public transportation free of charge, but in reality, the
children and their parents face obstacles on an everyday basis and develop different
mechanisms to overcome them. Ana‘s mother had a series of problems with the
transportation passes as she could get free tickets from Corrientes to Buenos Aires, but
could not get a return trip. At the time of the interview, she had severe economic
difficulties because the Casa de la Provincia was not paying her hotel bill and she had to
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use the savings she had to go home to pay these lodging expenses. Jessica‘s mom had no
trouble getting bus tickets, but they denied her and her daughter the food services usually
provided on long bus journeys. Emiliano and his mother had a similar problem with the
food and were also denied the seating he required due to his recent leg surgery. All of
these parents complained with the respective authorities, but continued to face problems
during long-distance travel.
Travel within Buenos Aires was not without its complications. One of the main
problems of this law is that coverage is provided only for public transportation such as
buses and subways, but during treatment children need to avoid these places due to the
congregation of large quantities of people and the increased risk of contagion from
diseases. As a consequence, most parents pay for taxis. When children are able to travel
on buses and subways they still face problems such as the one described by Ricardo‘s
mother:
Ricardo‘s mom: There are buses that have left us there. They don‘t stop when
they see that we have the certificate [legal proof of disabled condition
determining free transportation], they don‘t stop. What we do is that we hide
under his clothes [her son‘s] and we don‘t show it until we are on the bus.
Cecilia: Why do you think they don‘t stop?
Ricardo‘s mom: I think because we have free transportation and they are not
able to charge a ticket for that. The 60 [bus route] did not stop several times
and then it happened also with the 28 and they don‘t even give us a receipt.
We came now in the 39 and they didn‘t give us a receipt due to the law 40 or
something, but the other buses give us receipts.
The ―f‖ word and child isolation
Marta‘s mom: We think that we will probably be able to leave the hospital,
but we are not sure. Last night I thought Marta had the ―f‖ word, but it
turned out it wasn‘t the case.
Cecilia: The ―f‖ word?
Marta‘s mom: Yes, fever, but we don‘t say it because it‘s bad luck.
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The conversation I had with Marta‘s mom in FNDF‘s parents‘ room shed light on
a common preoccupying factor among mothers whose children were undergoing cancer
treatment: fever, and consequently, the presence of an infection. The presence of fever
tended to be accompanied by the lowering of the child‘s defenses and their removal from
the shared hospital rooms into the isolation rooms. These were private rooms where
entrance was restricted and rigid sanitary regulations were enforced. For instance, each
time a person went in the room they had to disinfect their hands and put on a face mask.
On the one hand, residence in isolation rooms was viewed positively because it gave the
child and parent privacy and more space. On the other hand, the isolation room was
associated with children with delicate health conditions. As Fabian told me, ―isolation
rooms is where children go to die‖. The entrance into isolation rooms sometimes meant
that the treatment had to be suspended, thus increasing the hospitalization time of the
child and changing the family‘s plans to go home. The children who died during the
fieldwork (one interviewee and 3 who did not participate in the research) all passed away
in the isolation room. During the final stages of the fieldwork when Fabian (17yrs.)
entered palliative care for his brain tumor, he mentioned in our interview that his main
argument with the healthcare professionals was that he did not want to be moved to the
isolation rooms because that would mean his fate would be decided.
The concern over infections was an issue present in parents‘ stories even when
the children were no longer hospitalized. Rodrigo‘s mother talked about how she had
been trained to ―detect signs of alarm and care for the child in specific ways‖. This care
entailed disinfecting the house or hotel where the child lived, avoiding public
transportation, and making sure the child was taken to the hospital when the first signs
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of fever appeared. For some parents, such as Martin‘s mom, this monitoring of the child
became an obsession.
The entire year we were here [Buenos Aires] we only traveled from the
hospital to the hotel in taxis. I was afraid to take him out on the street because
of what he might catch, that is the fear all mothers have. You are afraid to get
him an ice cream or a hot dog or to take him to McDonalds to eat a
hamburger. It takes time until you realize that he is a normal boy that must
receive care, but not as exaggerated as we make it out to be.
Shared scenes
Medical procedures
The families with referral from another hospital were admitted to their respective
Buenos Aires hospitals immediately after arrival. In the 10 cases of delayed diagnosis and
referral, all of the children arrived in delicate health conditions. This meant that the
children needed to be rapidly rehabilitated and put in intensive care facilities during the
initial stages of treatment. Eight parents recognized this stage as the most difficult one of
the entire treatment process.
When describing the treatment, parents referred, first, to the process of
hospitalization (referred to as internación) and then described the medical procedures
performed on their children. The children, in contrast, focused on highlighting the
specific medical procedures first, and talked about the other aspects of hospitalization
(i.e. sleeping, eating, hospital school, recreational rooms, etc.) only when asked. This was
also evident in the drawings. Children were asked to draw scenes of diagnosis and
treatment. As was mentioned earlier, only one child identified diagnosis as a separate
stage; all of the other children drew scenes of specific medical procedures such as
chemotherapy, blood transfusions, and bone marrow transplants or the hospital spaces
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where these were carried out. Table 2 presents a summary of the topics drawn by
children and their frequencies.

Table 2. Scenes represented in “treatment” drawings
Topic
Number of drawings
11
Chemotherapy
9
Hospital bed with serum or blood lines
4
Lumbar puncture
2
Bone marrow transplant
2
Blood transfusion
2
Hospital architecture
2
Hotel
2
City
1
Diagnosis
35
Total

In terms of the process of hospitalization, these procedures represented a small
portion of the child‘s time, while the other everyday activities (i.e. eating, sleeping,
playing, watching TV) which comprised the main part of their day, are missing. Hospital
beds were represented frequently (9 drawings), but children appear receiving
chemotherapy or other types of intravenous transfusions (Figures 13 and 14).

Figure 13. Drawing by Paula, 9 yrs.
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Figure 14. Drawing by Santi, 12yrs.

The ways in which medical professionals performed these procedures were also
topics of conversation. Seven of the children indicated that they were not informed
properly of the medical protocol they would follow and felt distance with their physicians
and barriers in doctor-patient communication. Camila (14 yrs.) had a great relationship
with her Buenos Aires doctors, but did not like the doctor in Salta where she had her
regular check-ups. She explained her relationship with the doctor in Salta as follows: ―the
doctor that I have, if I talk to her, it is like if I had not told her anything, and she does not
worry about things‖.
The seven children who indicated that they did not feel that they had sufficient
information regarding their treatment did not remain static and searched for alternative
ways of obtaining the desired knowledge. Parents were a frequent source of information,
but certainly not the only one. Ricardo (14yrs.) and Samuel (11yrs.), for instance,
confronted their physicians directly when they felt they were not treated properly; Sara
(13 yrs.) and Santi (12yrs.) searched for information about their leukemia on books
developed by FNDF; and Jose (15 yrs.), Marta (17yrs.), and Carlos (11yrs.) searched for
information on the Internet. At first this entailed the use of search engines to obtain
detailed information on the disease and treatment, but in the case of Jose this search led
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to his exploration of an online cancer community of patients where the forums hosted
discussions on treatment protocols, side-effects, and prognoses. Not all of the children
were dissatisfied with the medical attention, and Felicia (12 yrs.), for instance, loved the
relationship she had with her oncologist. Camila (14 yrs.) formed strong bonds with the
medical professionals on their floor and would visit them when her hospitalization period
was over.
Parents had their own viewpoints regarding the provision of medical services.
Gustavo‘s mom did not like how her son‘s physician prepared the material for the lumbar
puncture in front of her child and thought this generated unnecessary stress. Paula‘s and
Alicia‘s mothers mentioned cases when medical professionals did not follow sanitary
regulations (like habilitating a catheter without sterilized wardrobe or masks) or made
mistakes in the administration of the medication. Rodrigo‘s parents talked about how
they controlled their child‘s treatment protocol:
―The other day they were closing one of his tubes and instead of closing the
one with the drug; they had closed the one that hydrated him. That is why I
have a photocopy of the chemo details. We actually have control over the
mezna, because the nurses forget. They tell us to remind them‖.
Another way parents kept track of the child‘s treatment was by maintaining
notebooks or folders. Sebastian‘s mom had impressive recording skills and kept a folder
with photocopies of each analysis, medical test and procedure, with dates, times, and
names of physicians as well as photographs of the child in each stage. The parents
indicated how sometimes these notebooks were requested by the healthcare professionals
and how they would check the mother‘s notes before administering drugs to the child.
Martin‘s mom described the information she wrote in her notebook as follows:
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I would write down the water he would drink, how many times he went to the
bathroom. I would weigh what he did in the bathroom and check that there
were not red threads of blood produced by the diarrhea. I would check that
what he did was normal, that he did not have a red butt. From the moment you
get up to the moment you go to sleep, you are aware of what they are doing 24
hours a day.
FNDF also suggested mothers keep these records and write down the questions
they had on the notebooks so they would not forget to ask the child‘s physician during
consultations or daily rounds.
Hospital spaces
Public children‘s hospitals have certain areas designed for recreational and
educational purposes, but continuous access to these is not guaranteed due to the delicate
health condition of the child patient, the fact that some play areas are shared with other
children and oncology patients cannot visit them16, or internal hospital administration
issues where the activities of these areas are stopped or unequipped because recreation is
not considered an important part of medical treatment. As a consequence, the families
and children (in conjunction with volunteers in the hospitals that have them) used their
imagination to create new recreational alternatives to occupy their time in the hospital.
Samuel (11yrs.) was one of the patients mentioned by other children and parents
in their interviews because of his artistic skills. According to his mother, he spent much
of his hospitalized time making decorations for his bed and gifts for the healthcare
professionals that he saw on a regular basis. One of his most ingenious creations were
flowers made out of a syringe and cardboard that he filled with colorful beads to
16

This is due to the immunosuppression experienced by oncology patients in treatment (Shelton 2005).
Recreational areas that are shared with children from other wards or with ambulatory patients are
prohibited because they can lead to the contagion of diseases, thus putting the lives of oncology patients
at risk.
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resemble the Argentine flag (Figure 11). He brought the flower in Figure 15 to our
interview when he visited FNDF‘s headquarter.

Figure 15: Samuel‘s syringe flower

Another example of this reconfiguration was Luis‘ (12 yrs.) creation of his
―private‖ hospital area. During his interview, Luis commented that he came to be known
as ―pigeon boy‖ (el chico de las palomas) because he had found a slightly open window
in the hallway of the oncology ward that had a thin ledge below it where pigeons would
settle. Luis discovered that if he saved a little bit of bread from his lunch, he could go to
this window, drop a few crumbs, and in seconds have many little feathered friends to talk
to. He said that, initially, his activity generated opposition from his mother, the nurses,
and other parents in the ward who interpreted it as ―dirty‖. However, he convinced them
to allow him to continue frequenting the pigeons. In the interview with his mother, she
commented on how Luis‘ feathered friends played an important role during his treatment
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as he would normally pay them a visit before scary and painful procedures such as
lumbar punctures and catheter habilitations.
Hospital spaces played a very important role in children‘s experience of
hospitalization and they were a factor evident in the drawings. As it was mentioned
earlier, children tended to draw scenes of medical procedures when talking about
treatment, and some of these scenes contained a significant amount of detail on the
characteristics of the space where the procedure was performed such as the arrangement
of objects, the use of colors, and the description of the lighting. Figure 16 is a description
of a lumbar puncture. As can be seen, there are no people in the image, but the
description of the drawing by the child includes the procedure and individuals involved.
Figure 17 also describes a lumbar puncture, but it was drawn when the child was asked to
talk about his most difficult moment. Figure 18 is a drawing of a bone marrow transplant.
The child appears in the drawing, but his mother or medical professionals are not present.
However, great attention was paid to the drawing and explanation of the medical
equipment in the room. Figure 19 is a drawing of a blood transfusion and is one of the
few images that includes health care professionals.

Figure 16. Room where the lumbar puncture is performed drawn by Felipe, 11yrs.
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Figure 17. ―My most difficult moment‖: lumbar puncture drawn by Samuel, 11yrs.

Figure 18. Bone marrow transplant drawn by Ivan, 11 yrs.

Figure 19. Blood transfusion drawn by Carolina, 13 yrs.
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The parents also participated in the reconfiguration of hospital spaces, usually
taking care of the cleaning of the rooms and bathrooms. During the interviews, they
discussed the new hygiene practices they had been taught by the health care professionals
after the child‘s diagnosis to prevent infections and the suspension of treatment.
Adherence to these practices became a portrayal of proper parenthood, as will be
discussed later on in the chapter. As Rodrigo‘s mom mentioned, ―we were trained since
he started treatment and we try to do things right‖.

Separation from family members
When asked about the difficulties of being away from home all 70 interviewees
talked about the members of their families who were not able to accompany them. In
some cases, families were able to arrange short-term visits to Buenos Aires which were
covered by the Casa de la Provincia or personal funds. However, most of the children
who were interviewed had remained away from the families anywhere from 5 months to
2 years.
Four of the children mentioned that their parents had left their home and lost their
jobs because of their disease. They felt guilty that they absorbed all of the accompanying
parent‘s attention and created an economic burden for the entire family. The conversation
I had with Adriana further illustrates this point:
Adriana: Sometimes I feel like stopping all of this.
Cecilia: the treatment?
Adriana: Yes, I mean, look at my family, we get 150 pesos from Plan Jefas [a
government assistance program] and we have to spend all this money so that I
can come here to get the treatment. I have two brothers and they have kids,
my mom, and my dad and we are paying for the bus ticket for me, and the
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hotel. We put in the papers for a pension like eight months ago and haven‘t
gotten anything (Adriana, 16yrs., Entre Rios).
In twelve of the 30 cases where the children had siblings who stayed in the place
of origin, they expressed concern regarding the separation of the accompanying parent
(usually the mother) and the siblings back at home. When the well siblings were able to
visit some children practiced what Hugo (12 yrs.) referred to as ―letting mom go‖ during
a portion of the child‘s visit, where the ill child would remain alone or under the care of
another adult in the hospital so that the accompanying mother and well siblings could go
sightsee around Buenos Aires.
In addition to consciously sharing their mother‘s time with siblings who are allowed
to visit, the children who were interviewed dealt with family separation in two other
ways. Out of the 4 children who had obtained government subsidies in the form of
pensions, 2 talked about how they would share this money with the other members of
their family, as Felicia‘s (12 yrs.) quote below illustrates. Most of the administration of
this funding was carried out by the parents, but child input was taken into consideration.
I give my mom $100 pesos of the pension because she was pregnant but now
she had it [the baby]. For my grandma, I buy food at the store. I buy
milanesas, potatoes, cookies, and I run out of money. Now that they paid me
the months that they owed me, I got presents for everybody, for my cousins,
my brothers and my mom. I got them clothes. When I get out of here, I‘m
going to go buy clothes for myself. I‘m going to get another jean, a turtleneck,
and a t-shirt (Felicia, 12 yrs., Provincia de Buenos Aires).
The second form of dealing with separation and caring for the family members back
home that children and their accompanying parents engaged in was the freezing of food.
During hospitalization, the child and mother were guaranteed four meals a day: breakfast,
lunch, an afternoon snack called merienda, and dinner. Three of the parents who were
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interviewed mentioned that they would collect their leftovers (and sometimes the
leftovers of other families) and would freeze them in a shared refrigerator located in the
ward. When asked why this practice took place, they commented that it was for their
families back at home. The freezing would preserve the food so that when family
members came they could have something to eat or they would take the food back with
them for the other members of the family. This was practiced by the families who came
from nearby provinces and who only had a few hours of travel back home.

Home away from home
The children and their parents did not remain hospitalized throughout the entire
treatment protocol they received in Buenos Aires. Some children had ambulatory
chemotherapy or radiotherapy or had to remain in Buenos Aires for a regular follow-up
from medical specialists. During these stages, 32 children were housed in hotels (2 stayed
with relatives in Buenos Aires and 1 had not left the hospitalization stage yet). Martin (7
yrs.) and his mom, for instance, lived for 2 years in the same hotel room. These hotels
were found in neighborhoods in close distance to the hospitals, which are not usually the
best areas of Buenos Aires, and the lodging and meal expenses were paid by the Province
Houses.
For the children who were interviewed, the hotels represented a daily component
of their lives in Buenos Aires17. The hotel was seen like a second home, a place to
frequent other children undergoing oncology treatment, and an escape from hospital life.
17

The experiences of the families in the hotels varied and while some parents indicated feeling comfortable
in their temporary place of residence, others complained about the hygiene, guests, and insecure
surroundings.
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This is probably one of the reasons why Santi (12 yrs.) chose to draw his hotel (Figure
20) when I asked him about his current life.

Cecilia: do you want to explain it to
me?
Santi: this is Hotel Solis. At 9 in the
morning we go down to have tea.
Here there are some curtains that
cover the street (points to a). These
are windows and shutters (points to
b).

b

a
c

Cecilia: oh the shutters are closed.
And who is this? (points to c).
Santi: (laughs) that‘s me. I always
open the window and look outside.
We are on the first floor.
Figure 20. Drawing by Santi, 12yrs., Jujuy

During treatment, cancer patients have specific dietary needs and restrictions. An
emphasis must be placed on hygiene and patients are not recommended to eat raw food.
Food with high sodium content should be avoided during treatments with corticoids.
Furthermore, chemotherapy and radiotherapy have been seen to produce taste alterations,
diarrhea, vomiting, and inflammation of the mouth and throat (Camp-Sorrell 2005).
During hospitalization, these dietary needs are fulfilled by the hospital, but they are
harder to deal with once children enter ambulatory care and are housed in the hotels.
Santi talked about the arrangements he made with his mom to prepare their food.
―We go to cook to Brother Marista‘s place, but we sleep in Hotel Solis.
Brother Marista‘s place has a kitchen and they let my mom go there and cook
because there are some things I can‘t eat. I stay in the hotel and watch T.V.
while I wait for her‖ (Santi, 12yrs., Jujuy).
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Brother Marista‘s place is a Catholic organization that Santi‘s mom contacted in
order to use their kitchen facilities. It is located at short distance from the hotel and
allows Santi‘s mom to prepare food according to the recommendations made by the
physician and Santi‘s preferences. Not all families had to search for other kitchens, as
several of the hotels were equipped to prepare the food for them. Eleven families
obtained funding for meals from their Casa de la Provincia. This funding was provided
through a series of tickets that allowed them to get food in nearby supermarkets. The
tickets were a common topic of conversation due to the problems they generated. In the
case of Ricardo‘s family, the tickets provided by the Casa de la Provincia of Rio Negro
were only good for purchasing certain food items:
The expenses that the province covers are food for the patient, for the
accompanying parent they give us these tickets that are only for buying ham. I
cannot eat anymore ham because I had to have a decadron [dexamethasone, a
corticosteroid] injection yesterday because I had hives here [points to arms
and back] because I had a reaction to the ham. But that is the only thing you
can buy with those tickets in that supermarket, because the tickets that they
give us are only for one supermarket.

Carla‘s mom ran out of money and the Casa de la Provincia did not have tickets to
give her that week. ―I had this feeling of despair because there were no tickets and I did
not know what to do‖, she mentioned. According to Lucia‘s mom, the tickets were not
enough to cover all of the food requirements of the children and the accompanying parent
and she had to pay out of pocket or avoid eating.
Discussions on relocation also involved factors pertaining to city life. The large
density of people, the noise, and rapid rhythm of Buenos Aires were things that caught
the attention of children who had never been outside of their towns. The drawing by
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Sebastian (5 yrs.) (Figure 21) was titled by him as ―Me in the city‖ (Yo en la ciudad).
Even though he appears alone in the drawing, our conversation went over how the loud
noises and strange people sometimes scared him. He also mentioned his favorite things to
do in Buenos Aires: going to the recreation rooms provided by FNDF, watching plays for
children, and frequenting the most enormous toy stores he had ever seen. Martin (7 yrs.)
had a similar description of his experience in the city, but he associated Buenos Aires
with McDonalds. This is identifiable in his timeline (Figure 22), where treatment is not
mentioned, but his favorite restaurant is.

Figure 21. Drawing by Sebastian, 5yrs., Entre Rios
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English translation:
When I was born
When I turned 2
months
When I went to
McDonalds

Figure 22. Drawing by Martin, 7 yrs., Tierra del Fuego

―It‘s like living again!‖: Entering the control stage
After children have completed their treatment protocols, they are usually allowed
to go home, but must guarantee that they will return for regular check-ups at different
time intervals depending on the disease and treatment (each month, once every three
months, every six months, yearly, etc.). These later travels also generate disruption in the
child and family‘s life as school and employment activities must be suspended. In the
case of this study, four of the child participants were in this stage. These travels were not
viewed as negatively as previous ones because they were seen as temporary. However,
for those children travelling from remote areas in far away provinces, the travels still
created important constraints on their time and formed part of their treatment narratives.
The other day there was a strike and we had to leave on the 18 th, so we had to
leave at 11 p.m. on the 18th from my house. So there was a strike by the
UTA18, and we couldn‘t leave that day. We left the 19 th at 9 a.m. We were
18

UTA stands for Union Tranviaria Automotor, the union of long-distance bus drivers.
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supposed to reach Salta capital at 3 and my dad called the PROFE 19 but they
said the office would close by that time. They said they would get someone to
go to the terminal so that we could get the papers to take the plane, the check,
all of that, but the strike was close to Tartagal, so we had to stay until 3 and
didn‘t reach Salta capital until 10 at night. The next day we had to be here [in
Buenos Aires] because I had an appointment with my doctor. So we spent the
night at the terminal because the offices weren‘t open at that time (Camila, 14
yrs., Salta).
―It‘s back‖: scenes of relapse
The four pediatric patients who relapsed and had to undergo new treatments had a
large amount of knowledge on biomedical procedures from their earlier protocols. In one
of the cases, the relapse was caught in the place of origin, but the family‘s inability to pay
for the expenses of travelling back to Buenos Aires to undergo new treatment severely
affected the child‘s chances for survival. When Diego (7 yrs.) talked about this issue he
said ―my mom was working and we couldn‘t pay for the bus ticket and now it‘s back‖.
Adherence to treatment is not usually a concern in Argentina as biomedical compliance is
high. However, there are evident economic factors that can prevent families from
following up with medical consultation after treatment such as the suspension of
government funding, employment restrictions, or the payment of the loans obtained to
cover the expenses of the child‘s initial treatment. Diego‘s mom described the situation as
follows: ―after a while, I could not get the money to come back [to Buenos Aires, about
800 kms. from San Luis]. When I was able to find work again, I would put some money
aside, I would save and save until I had enough to come back‖.
Treatments that did not produce positive consequences on the health of the children
had demoralizing effects. One of the children used this previous evidence as a way to
19

Government office that deals with the health needs of oncology patients who have received
government pensions.
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request the termination of treatment and the return home. Ricardo (14 yrs.) received
treatment for colon cancer when he was three years old and experienced a relapse at the
age of 12. He went through different medical studies in between these years and knew
medical terminology inside out. After hearing about his relapse and the scheduling of
surgery to remove another part of his colon, Ricardo talked to his doctor to request a
suspension of treatment and the return home. He argued that the protocol that had been
used previously had not worked and they could not guarantee that this one would. He also
told the physician that the option he was giving him was the one he received in other
hospitals (2 other hospitals) and that it was not new to him.
Relapse was also the stage when parents started to search for alternative
treatments. Families entering relapse searched for other ways to heal their children
beyond biomedicine. This was the case of Rodrigo‘s family. Rodrigo, a 5 year old boy
with rabdomiosarcoma, suffered a relapse during the last phase of the fieldwork. His
parents had both been intensely involved with his medical treatment and strictly followed
the doctor‘s orders. When Rodrigo had finished his first chemotherapy and radiotherapy
protocol, he left the hospital with a good prognosis and the family returned to their place
of origin and restarted their life. During one of his follow-ups, the oncologists found that
the tumor had grown again and his family relocated once more to Buenos Aires and
began a second, more aggressive, medical regimen. After his last session of radiotherapy,
his family made another voyage, this time to San Juan (a northern province) to see a
healing priest. When I asked his mother why they had made this decision she responded,
―We figured it couldn‘t hurt. When your son is sick you will try everything in this world
to heal him.‖
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Children’s scenes
There were two scenes that appeared to be mainly topics of conversation for the
children who were interviewed: the things they missed about their place of origin and the
problems they had trying to stay in school. This does not mean that the parents did not
talk about these issues. As Table 6 shows, six parents (out of 35) talked about the things
they missed and three (out of 35) mentioned their children‘s education. However, these
topics were more frequent in children‘s stories and were therefore labeled children‘s
scenes.

What I miss the most
Conversations about relocation made children remember their homes. They
mentioned missing their family members, but also missing their houses and the activities
they used to do before migrating. This was especially evident in the drawings. The
children created the scenes of home, soccer matches, and dancing lessons found below
and talked about the things they would do in their places of origin (Figures 23-26).

Cecilia: What have been the
hardest parts of this experience?
Jose: Well this treatment and
coming here to get treated.
Cecilia: coming to Buenos Aires?
Jose: Yes, I don‘t like Buenos
Aires.

Figure 23. Drawing by Jose, 15yrs., from Formosa
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Cecilia: do you want to explain
the drawing to me?
Martin: it‘s my house, some
clouds and the smoke that comes
out of that thing in the ceiling.

Figure 24. Drawing by Martin, 7 yrs., Tierra del Fuego

Luis: This is where I play soccer.
When I‘m not sick I play at home.
I‘m the goalie.

Figure 25. Drawing by Luis, 12 yrs., Entre Rios
Felicia: I‘m dancing in this one. I have
my slippers and I‘m just dancing. I
went to these classes in this place near
my school with other girls.

Figure 26. Drawing by Felicia, 12 yrs., Provincia de Buenos Aires
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School
Relocation was also associated with an interruption of school. When asked about the
stages in their lives that generated positive memories, ten of the children talked about
school and two of them drew images of the schools they attended in their hometowns
(Figures 27 and 28). The parents were also concerned about the interruption of the
children‘s education and both the children and the parents worked out ways to deal with
this issue. Jose‘s mom described her son‘s situation as follows:
He fell two years behind because he had to be in third year [high school] and
he recently began eighth [middle school]. He started a little while ago, but
now we are going to fight for him to finish eighth. In 2007 we had already
managed to set up a mesa de exámenes [committee of evaluators] and we
were only coming to Buenos Aires for a check-up and then his condition
worsened and he didn‘t make it back in time. Then we started to miss all of
the mesas.
Jose explained his current education situation as follows: ―I am trying to work
things out here [Buenos Aires] with the hospital teacher, but since I‘m going back home,
I want to see if I can do it libre‖ [on my own]. Upon their return home children were
reinserted into the school system, many times, experiencing delays of years in their
education. The travel for controls continued to generate disruption in their class
attendance and evaluation. Some of the older children were able to deal with this fact by
attending night school (with more flexible schedules) or ―rindiendo libre‖ that is,
studying on their own and passing the final exams. Camila‘s family had requested a
special arrangement with the school‘s principal in order to continue with her education.
My dad explained the problem that I have and so all they require is that I take
my medical certificate. […] When I come back I copy my classmates‘ notes
so that I can study for the trimestral exams because if I don‘t have that then
how am I going to study for the exams? (Camila, 14yrs,. Salta).
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Adriana‘s case was different and her school‘s administration was not as
flexible as Camila‘s, as the interview with her mother indicated:
She goes to night school because she couldn‘t go in the day time because she
missed too many days. She used to go to another school but then they told her
she couldn‘t because she missed too much, when she had surgery she missed
like a month (Adriana‘s mom).
Other children in the control stage talked about how they had reincorporated into their
regular school routines. Martin said for instance, ―when I get back from school, I do my
homework right away. After that I go out and play around my house. My other friends
don‘t come out and play that much, I think I‘m the only one who doesn‘t have that much
homework.‖ Other children talked about their favorite subjects. ―I like natural sciences
and math, but when I‘m older, I want to sing and dance‖, mentioned Karina.

Figure 27. Drawing by Ricardo, 14 yrs., Rio Negro

Figure 28. Drawing by Samuel, 11yrs., Provincia de Buenos Aires
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Scene variation
The third research question sought to explore the different ways in which the
scenes in children‘s and parents‘ narratives varied according to: the hospital where the
child received treatment, the province of origin, the age of the child at the time of the
interview, and the stage of treatment at the time of the interview. For the hospital
variable, the hypothesis was: the children receiving treatment in Hospital de Alta
Complejidad will have less frequent mention of the scenes of travel (―short and long
distance referrals‖ and ―preparing for departure‖) and relocation (―separation from family
members‖, ―hotels‖, and ―things I miss the most‖) than the children receiving treatment
in the other hospitals. For the distance to the place of origin variable, the hypothesis was:
the children and parents traveling from the provinces that are farthest away will mention
scenes of travel (―short and long distance referrals‖ and ―preparing for departure‖) and
relocation (―separation from family members‖, ―hotels‖, and ―things I miss the most‖)
more frequently.
The hypothesis for the age of the child variable was: age will not play a role in
children‘s scene frequency as children in the three groups will select similar scenes for
their variables. The parent‘s inclusion of scenes will not be affected by the age of the
child. The hypothesis for the stage of treatment variable was: children in treatment and
their parents will mention scenes of ―medical procedures‖ and ―hospital spaces‖ with
more frequency than those in the control and relapse categories. Figures 19-26 present
the frequency of scene mention according to the different variables. Since the sample was
not evenly distributed among the different categories, the percentages were used for the
analysis.
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Hospital
As can be seen in Figures 29-31 in the interviews with the children, there were not
many differences based on the hospital where the child receives care. The most notable
one concerned the scene of ―school‖ where 100% of the children receiving treatment in
Hospital Policlínico mentioned this scene while it was only mentioned by 18% of the
children in Hospital General, 20% by those in Hospital de Alta Complejidad, and 0 % by
those in Hospital Infantil. Other, more subtle, differences were found in the scene of
―short and long distance referrals‖ where 29% of the children in Hospital Policlínico
talked about this topic vs. 9% in Hospital General, 13% in Hospital de Alta Complejidad,
and 0% in Hospital Infantil. The children from Hospital Policlínico also talked more
about the ―paperwork‖, and this scene was present in 57% of the cases, in contrast to 18%
of the cases from Hospital General, 27% from Hospital de Alta Complejidad, and 0%
from Hospital Infantil.

Figure 29. Children‘s diagnosis and initial scenes by hospital (percentages)
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Figure 30. Children‘s treatment scenes by hospital (percentages)

Figure 31. Children‘s additional scenes by hospital (percentages)

The interviews with the parents did not contain many scenes that were seen to
vary according to the hospital where the child received medical treatment (Figures 3234). A difference was identified in scenes of ―fever and child isolation‖ where 71% of the
parents whose children received treatment in Hospital Policlínico mentioned this scene
vs. 9% in Hospital General, 13% in Hospital de Alta Complejidad, and 0% in Hospital
Infantil.
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Scene ―they didn‘t know what my child had‖ also showed differences in
percentages as 45% of the parents whose children received treatment in Hospital General
mentioned it, in contrast to 20% in Hospital de Alta Complejidad, 14% in Hospital
Policlínico and 0% in Hospital Infantil. Other scenes that can be mentioned are scene 3
―we couldn‘t get a referral‖ where Hospital General had 27% of appearance, vs. 13% in
Hospital de Alta Complejidad and none in the other 2 hospitals; scene of ―relapse‖ where
Hospital de Alta Complejidad had 27% of appearance vs. 18% in Hospital General and
none in the other 2 hospitals; and scene ―school‖ where Hospital de Alta Complejidad
had 20% of appearance while the scene appeared in 9% of the cases in Hospital General
and 0% of the other 2 hospitals.

Figure 32. Parents‘ initial and diagnosis scenes by hospital (percentages)
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Figure 33. Parents‘ treatment scenes by hospital (percentages)

Figure 34. Parents‘ additional scenes by hospital (percentages)

Place of origin
The place of origin was divided according to the distance from Buenos Aires to
the capital city of the province of origin. These distances were then grouped in three
categories: less than 500 km, from 500 to 999 km, and more than 1000 km. In the case of
the children, the comparison of the scenes according to distance to the place of origin can
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be found in Figures 35-37. Children from farther away mentioned the earliest stages of
treatment with more frequency. Scene ―initial symptoms‖ was mentioned by 17% of the
children traveling between 500 and 999 km, 13% of the children traveling more than
1000 km, and 0% of the children from less than 500 km away. Scene ―delays in
diagnosis‖ was only mentioned by 13% of the children coming from 500 to 999 km and
scene 3 was mentioned by 17% of the children in the same category.
The children coming from closer provinces mentioned scene ―paperwork‖ with
more frequency (46%) than those coming from 500 to 999 km (17%), or from more than
1000 km (19%). Scene 13 (control) also appeared with more frequency in the narratives
of children of this closer group (77%) when compared to its counterparts (0% for those in
the 500 to 999 km group and 19% for those in the more than 1000 km group). This close
distance group also included scene 15 (school) with greater frequency.
Children in the middle distance range (500 to 999 km) mentioned scene ―relapse‖
with more frequency. The children coming from provinces that were the farthest away
mentioned scene ―hotels‖ in 94% of the cases, while those coming from provinces that
were from 500 to 999 km away only mentioned hotels in 67% of the cases, and those
from less than 500 km away talked about hotels in 85% of the cases.
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Figure 35. Children‘s initial and diagnosis scenes by distance to the place of origin (percentages)

Figure 36. Children‘s treatment scenes by distance to the place of origin (percentages)
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Figure 37. Children‘s additional scenes by distance to the place of origin (percentages)

The comparison of parents‘ scenes according to the distance to the place of origin
is presented in Figures 38-40. The data showed that in the case of families who came
from places located at a distance of less than 500 km. the parents talked more about scene
―they didn‘t know what my child had‖ (33%) than those in the other groups (17% in 500
to 999 km and 13% in those with a distance of 1000 km and more). The parents in the
group closest to Buenos Aires also talked more about scene ―fever/isolation‖, (38%) than
their counterparts (17% of those from 500 to 999 km and 13% of those whose place of
origin was farther than 1000 km away). Another difference was found in ―we couldn‘t get
a referral‖ where parents in the group located 500 to 999 km from their place of origin
mentioned this issue in 33% of the cases vs. 15% of those closest to their homes and 6%
of those farthest away. A similar pattern was seen with regards to scene ―preparing for
departure‖ where those farthest away mentioned this topic on a less frequent basis (in 6%
of the cases) than parents in the other two groups (30% of those found less than 500 km.
away and 33% of those found from 500 to 999 km away). In the case of scene ―control‖
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and scene ―relapse‖, both topics were mentioned more frequently among parents
traveling from the provinces found farthest away. The parents found in the group of 500
to 999 km did not include scene ―I miss the most‖or ―school‖ in their narratives.

Figure 38. Parents‘ initial and diagnosis scenes by distance to the place of origin (percentages)

Figure 39. Parents‘ treatment scenes by distance to the place of origin (percentages)
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Figure 40. Parents‘ additional scenes by distance to the place of origin (percentages)

Age of the child
The scenes represented in the interviews with the children showed some patterns
with regards to the age of the child at the time of the interview (Figures 41-43). Overall,
older children tended to include more scenes in their stories and mentioned the earlier
stages of treatment with more frequency. Fifty percent of the children from 13 to 17 yrs.
of age mentioned scene ―short and long distance referrals‖ while none of the other age
groups talked about this topic. Twenty percent of the children of the oldest age group
included a scene on ―preparing for departure‖ against none of their younger counterparts.
More than half (60%) of the children from 13 to 17 yrs. of age talked about the
paperwork required for their treatment vs. 6% of the children from 5 to 8 yrs. old and
30% of those from 9 to 12 yrs. old. A similar pattern was seen in the school scene where
60% of the oldest age group mentioned this scene, in contrast to 13% of the youngest
group, and 40% f the children from 9 to 12 yrs. The older children also mentioned the
expenses incurred during treatment and their parents‘ employment with more frequency
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(40%) vs. 10% of the children in the 9 to 12 age group and none of the children in the 5
to 8 group.

Figure 41. Children‘s initial and diagnosis scenes by age of the child (percentages)

Figure 42. Children‘s treatment scenes by age of the child (percentages)
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Figure 43. Children‘s additional scenes by age of the child (percentages)

These patterns did not always correspond to the differences found in the parents‘
interviews (Figures 44-46). Tangible differences were seen in scene ―they didn‘t know
what my child had‖ where 47% of the parents of the youngest age group mentioned this
scene in 47% of the interviews, while none of the parents of the children from 9 to 12 yrs.
talked about it, and 20% of the oldest age group mentioned it. Another difference was
seen in scene of ―control‖, where 47% of the parents of children in the youngest group
mentioned the scene vs. 10% of the parents in the two remaining age groups. Scene of
―school‖, also presented a difference in frequencies as 30% of the parents of children
from 13 to 17 yrs. talked about this topic against 6% of the children from 5 to 8 yrs. and
none of the children from 9 to 12 yrs.
Other differences were found in scene ―we couldn‘t get a referral‖ and 5
―preparing for departure‖ with more frequent appearance in the interviews of parents
whose children were in the youngest age group. Scenes of ―relapse‖ were mentioned
more frequently by parents whose children were between 9 and 12 yrs. of age. Another
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issue that is noticeable is that the age group of 9 to 12 yrs. is completely missing from
scene ―they didn‘t know what my child had‖, scene ―preparing for departure‖, and scene
―school‖.

Figure 44. Parents‘ initial and diagnosis scenes by age of the child (percentages)

Figure 45. Parents‘ treatment scenes by age of the child (percentages)
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Figure 46 Parents‘ additional scenes by age of the child (percentages)

Stage of treatment
The comparison of the appearance of scenes in children‘s interviews according to
the stage of treatment of the child at the time of the interview (see Figures 47-49) showed
that children who relapsed tended to talk more (17% of the cases) about the initial stages
of treatment such as scene ―they didn‘t know what I had‖ and ―we couldn‘t get a
referral‖. The children in treatment made more frequent mention of the paperwork
processes (44%) than children in control (9%) and children who relapsed (7%), as well as
hospital spaces (scene 7). The children in treatment also talked more about school (50%)
than their counterparts (18% of those in control and 7% of those in relapse) and
mentioned the hotels in 94% of the cases (vs. 82% of those in control and 67% of those in
relapse). The children who relapsed completely eliminated scenes of ―fever/isolation‖,
―control‖, and ―expenses/parental employment‖ from their narratives.

170

Figure 47. Children‘s initial and diagnosis scenes by stage of treatment (percentages)

Figure 48. Children‘s treatment scenes by stage of treatment (percentages)
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Figure 49. Children‘s additional scenes by stage of treatment (percentages)

The comparison of the parents‘ interviews according to stage of treatment can be
found in Figures 50-52. The parents of children who had relapsed talked more about
―preparing for departure‖ (50% than those whose children were in treatment (11%) or in
control (18%). The same pattern was found regarding the topic of ―fever/isolation‖ where
50% of the parents of children in relapse mentioned this scene vs. 22% of those in
treatment and 1% of those in control. Scene of ―hotels‖ was mentioned by 28% of the
parents whose children were in treatment in contrast to 0% of those in control and 17% of
those in relapse. Ninety percent of the parents whose children were in the control stage
talked about this stage against 5% of those in treatment and 0% of those in relapse. The
only ones who talked about relapse were the parents of children found in that stage
(100%).
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Figure 50. Parents‘ initial and diagnosis scenes by stage of the child‘s treatment (percentages)

Figure 51. Parents‘ treatment scenes by stage of the child‘s treatment (percentages)
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Figure 52. Parents‘ additional scenes by stage of the child‘s treatment (percentages)

Parenting and the Public Health Care System
The fourth research question was: how do parents and children visualize the
public health system and their roles in the process of securing medical services? The first
hypothesis was: parents and children will present negative perceptions of the public
health system and will focus on describing the obstacles they encountered while
attempting to access services. The second hypothesis was: the interview scripts will
focus mostly the experience of leaving their homes in search for medical attention and
less on the specific details of the medical treatment.
Towards the end of the interviews, the parents and children were asked about
what it was like to receive oncology treatment in public hospitals in Argentina. They
were inquired about the limitations of the current health system and the ways it could be
improved. The interviewees were also asked what advice they would give another parent
or child in the same situation.
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“I will go from here to China”
The interviews with parents and children focused mainly on the search for the
best quality of medical treatment regardless of the negative consequences of migrating to
Buenos Aires. ―If I have to take him to China, I don‘t know how I will do it, but I will
take him to China. Wherever he can have the best quality of life‖, said Claudio‘s mom.
Rodrigo‘s mother reflected on her decisions and argued ―we could have gone to a closer
hospital in Mar del Plata, but what we want is excellence‖. According to Rodrigo‘s mom,
excellence was found in Buenos Aires and it required the movement of the ill child and
the accompanying parent.
The case of Rodrigo‘s family was different from the other families included in the
study in the sense that all of the members of the family (his mother, father and brother)
relocated to the Capital to secure medical treatment for him. They went to live in the
apartment of his paternal grandmother, both parents left their jobs, and his brother started
a new school. As it was mentioned earlier, Rodrigo could have received treatment in a
hospital that was closer to his home, but according to his parents, he would not have
received the best quality of care. ―Sometimes I think of how different things would have
been because you go there and can come back in 2 hours, but the thing is that the
excellence is here [Buenos Aires], and you go where you can find the best to cure your
child‖, explained Rodrigo‘s mom.
Discussion of the desire to ―do whatever it takes‖ to save their children‘s lives
was found in the interviews with twenty parents. This decision was not easy and it was
certainly not a linear process, but when thinking back on their actions none of the parents
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regretted their decisions (not even those whose children had a negative prognosis).
Marta‘s mom justified her decision to migrate as:
What I wanted was a place where she would be fine. I wanted her well-being,
I wasn‘t worried about me, my well-being. I wanted her to be well, to start
treatment, to not waste more time. […] I don‘t even care about eating or
anything, I have to be well for her. […] Today you have to leave many things
behind, but it is for their own good. I didn‘t even think about it, I didn‘t doubt
it. (Marta‘s mom).

The negative consequences of leaving the place of origin were also considered.
―My other children were raised without me‖, responded Martin‘s mom when asked about
the impact of traveling on her family back home. Martin (7 yrs.) and his mother were
away from their home in Tierra del Fuego for 2 years while he received treatment for
ALL. He arrived to Buenos Aires in terrible health condition due to misdiagnosis and the
administration of inadequate treatment for 4 months. Martin had four siblings at home
who were left under the care of his maternal grandmother while his father searched for
employment to send money to Buenos Aires. ―When I went back home, the routine had
completely changed, my children had been raised by the father, grandmother, and other
people‖ said Martin‘s mom as she burst into tears during the interview.
Sebastian‘s family went through a similar situation, but they had to sell many of
their possessions to pay for the trips to Buenos Aires. Care was available for Sebastian at
the local hospital in Entre Rios, but after his CNS tumor was confused with a muscle
spasm, his mother could not envision taking her child for treatment anywhere else but to
Buenos Aires. Sebastian‘s mom described their situation as follows: ―from one day to
the next I had to leave my house, my family. My gordita [nick name for oldest child] was
176

five at that time and she was practically raised by her grandparents. I could not see her for
two years‖.
Diego‘s mother had a difficult time reconnecting with her other children when she
returned to her home in San Luis after the completion of Diego‘s treatment in Buenos
Aires:
Diego‘s mom: The other children don‘t accept it. It hurts me to have left, but
they don‘t accept it.
Cecilia: they don‘t accept the disease?
Diego‘s mom: The disease, being far away, because we have never been
separated. I got there on June 25th and left them with their grandmother and
they didn‘t know where I had gone or what had happened. It was only last
year that they saw me and they didn‘t know anything. […]
I explained to the family that he was sick, but the oldest one won‘t accept it
and the youngest looks at me and doesn‘t love me. It is a year and some
months of leaving them alone. And when I was able to come back, I worked
all of the time and would never see them.

The effect of the child‘s diagnosis and treatment on the accompanying parent‘s
everyday life was especially evident in the drawings of their life-course timelines. The
interviewees were asked to put their lives on paper. These general and vague instructions
led to creation of images that varied in terms of content and format, shedding light on the
issues considered relevant (and narratable) by each parent. When Ricardo‘s mom
described her timeline (Figure 53), she said:
Ricardo‘s mom: I don‘t have stages of my life. I got together with my
partner when I was about 15 years old. Everything was good, my first child
was born in ‗92 and then my second one in ‗94, and last Ricardo in ‗97.
Then I started to go up and up [refers to the hills in the drawing]. Now I am
a little bit more stable.
Cecilia: What do these lines mean?
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Ricardo‘s mom: [sighs]. These are ups and downs because of the trips I have
and the worries about each surgery. After this things are a little bit more
stable because they already told me that these surgeries are more calm.
Today I am fine, but tomorrow, I don‘t know.

Figure 53. Timeline drawn by Ricardo‘s mom. The writing from left to right can be translated as: ―15 years
old, year 92, 94, 97, travels, treatments, worries about surgeries.‖

The timeline drawn by Sebastian‘s mom (Figure 54) only contained two stages
and addressed the issue of family separation mentioned earlier in the chapter. She
explained the drawing by indicating: ―this is what happened when it was only him and
me getting the treatment, and this is now with our family back together.‖

Figure 54. Timeline drawn by Sebastian‘s mom. The text can be translated as follows: ―what happened,
now‖.

Carlos‘ mom chose to write a small paragraph summarizing her life experience
(Figure 55). She only focused on the stage of diagnosis and treatment, but mentioned the
fact that the family was not from Buenos Aires.
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When they told me my son‘s
diagnosis, I didn‘t understand what
was happening because it was a
change in our lives because we are not
from the Capital. Day by day I started
understanding the disease and
accompanying him in every moment
and trying to be strong and showing
him that everything can be better.

Figure 55. Timeline drawn by Carlos‘ mom.

Lucia‘s mom also chose to write, but represented other stages in her life such as
when she got married, the birth of her children, and the death of her father. She also
represented the diagnosis of her daughter as a turning point in her life (Figure 56).

I was born in Gualeguaychu. I was raised in the countryside until I got married. Then came the
children. Everything was fine. I suffered greatly the death of my father. I was 26 years old.
When my youngest child was 15, Lucia was born. We were very happy until the day when
they gave us the diagnosis. Now, thank God we fight until today with a good diagnosis.
Figure 56. Timeline drawn by Lucia‘s mom.

As it was mentioned earlier, even though relocation to Buenos Aires created
complications, all except two of the parents who were interviewed thought it was the best
decision (even in cases where medical services could be obtained in a more proximate
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facility). As Carla‘s mother indicated, ―my child can be treated in Santa Fe or in
Corrientes which is closer. But I didn‘t want to because I know the Hospital de Alta
Complejidad‖ (Carla‘s mother). Lucia‘s mother said:
The travel to Buenos Aires calms me. I don‘t trust the other hospital
[provincial hospital], I don‘t trust the doctors there. […] Even the other day I
was taking her to school on my bike and her leg got stuck in the wheel and the
doctors over there [provincial hospital] saw her and put a cast on her leg. Then
we came here [Buenos Aires] and they said the cast was wrong. Even with the
phone, when I call the doctors here, they respond to all of my doubts. (Lucia‘s
mother).

The situation was similar for Rodrigo‘s family:
Wouldn‘t it be great to have centers of excellence distributed all over the
country? The hospitals in the provinces, they treat them there and many times
they are wrong. We see cases that come to Buenos Aires because they
[provincial hospitals] did not find the child‘s diagnosis. The time passed and
when they come here the disease has advanced. And then they come here
[Buenos Aires] and the hospital explodes with people and there are no beds,
no room. It‘s like a vicious cycle. We were not going to stay there [provincial
hospital] knowing that the best is here, and this probably happens to everyone
(Rodrigo‘s mom, Provincia de Buenos Aires).

Parenting
You [researcher] don‘t have children right now, but when you do, you will
realize this. Your child sees you like an oak, they see you as strong and
secure. If they see you crying, they lose stability and don‘t know where to go‖
(Karina‘s mother).
The parents‘ narratives included discussions on what it means to be a parent and
the behavior that constitutes ―proper‖ and ―improper‖ parenting. As the quote from the
interview with Karina‘s mom illustrates, an important part of being a parent was to show
emotional strength. Karina‘s mom mentioned how if she felt like crying, she would leave
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the hospital room, and would return looking ―radiant‖ so that her child would not get
upset. The interview with Karina, however, painted a different picture.
Karina chose to make her drawing on the difficult times of her life while we
conducted the interview. She chose to draw a scene of the treatment. Our conversation on
medical procedures was interrupted when she started to draw the details of a
representation of herself lying on a hospital bed. She had first drawn tears in her eyes, but
rapidly erased them and said ―I didn‘t have tears in my eyes because I didn‘t cry. My
mom had tears in her eyes‖. She then proceeded to draw tears in her mother‘s eyes.
Eight parents used examples of other parents they met during treatment to
highlight what they considered proper and improper behavior. Rodrigo‘s mom discussed
the experiences of families coming from outside provinces:
The people who come from the interior [other provinces], what I see is that
most of them are separated from their families. First you have the mother with
the child, many times the dad stays, but then because of his job, he can‘t. She
is separated from her husband and other children and cannot go see them
during the weekend. […] I remember the parents of this girl who were in a
dirty place, a dirty hotel. You see, the child has to be in a certain place. There
are parents who realize this and others who don‘t. Those who realize it have a
hard time. The parents of this girl complained and they changed their room,
but you have to fight so that they give you an appropriate place for your child
(Rodrigo‘s mom, Provincia de Buenos Aires).
Proper parenting was also associated with adhering to treatment protocols, doing
everything possible to obtain medical and non-medical services for the child, dealing
with the regular household activities (i.e. cooking, cleaning), and maintaining a positive
attitude. Lucia‘s mom reiterated the importance of the parent‘s emotions:
It is hard. You have to be a special person because I see how many parents get
depressed, they get really bad. That does not help the treatment. You have to
find strength where you thought you didn‘t have any, because you have no
other choice. (Lucia‘s mom)
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The process of getting to know and navigating the health system was an intrinsic
component of being a ―good‖ parent. When asked why he was the one coming with
Camila to Buenos Aires for medical treatment, her dad responded:
Sometimes our trip becomes very difficult because our journey is long. I have
to think about things, because sometimes you have to sign all of these papers.
Sometimes we go over the appointment times and we have to get new ones.
You have to do a lot of things. Sometimes they cut the bus route and you miss
the control appointment and you have to stay for a month before you can get a
new one. You have to fight a lot, go to offices, go to Social Service. (Camila‘s
dad).
The interview with Joanna‘s mother shed light on the ways in which parents from
outside provinces think they are perceived by the hospital staff.
We have never fallen behind with the treatment. We always came one day
before or if we knew that there was going to be an interruption of the bus
services, we would come 2 days before. I would tell the doctor this because
one time she would not give me permission to go [to Santa Fe] because she
was afraid I would miss the treatment. I am not one of those who misses the
treatment, I know it is for her own good. […] Some doctors think that the
parent will not come because they are from outside [of Buenos Aires]. But I
tell them that with me they are wrong because I am always a day or two early.
(Joanna‘s mom).
Martin‘s mom talked about how the nurse in the oncology ward approved her
parenting methods:
One of the nurses would always tell me ‗I love how you talk to your child,
how you tell him things, how he understands you‘. She told me that there were
kids that were older and would kick her, hit her, and pull her hair, they would
spit her when she wanted to draw blood and that should not happen because
they wanted to help them. So, if parents don‘t talk to them the way they
should, the children are going to do whatever they want and this is for their
own good.
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Argentine hospitals and doctors
The children and parents were asked about their general perceptions of the ways
in which medical treatment is provided to oncology patients in Argentina. They were
asked what they would change and the advice they would provide to other individuals in
their same situation. Responses varied and nineteen parents said that things were fine the
way they were and they did not know how they could be changed. Sixteen, however, had
very specific views on health care delivery and the measures that needed to be taken at
local and national levels.
Twelve parents mentioned specifically that they valued positively the attention
provided by the health care professionals in the hospitals in Buenos Aires. They
mentioned that the staff was ―professional‖, ―warm‖, ―caring‖, and ―dedicated‖. For
Karina‘s mom, the connection with the medical staff was one of the most important parts
of her daughter‘s treatment:
What I noticed is that there was a lot of warmth in the hospital. I noticed a
sense of closeness with the pediatricians, and even with the oncologists. They
made me feel that many people go through the same thing and that it was not
that complicated. They support you. The staff is fabulous, you can tell that it
really comes from their heart (Karina‘s mother).
Lucia‘s mom had a similar experience:
I valued the humane part of the doctors. It wasn‘t only that they would treat
her, it was that at first your whole world comes tumbling down when they tell
you the diagnosis and the help of them, of all of them, because all 10 of them
were in the room and they would come check on her at night. Sometimes I had
to leave to cry and they would go in the room and help me. (Lucia‘s mom).
Even though these positive factors were underscored, the limitations of the
facilities, the lack of resources, and the unavailability of trained personnel were also
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mentioned. During the last phase of the fieldwork a group of parents whose children were
receiving oncology treatment in Hospital General were preparing a letter for the director
of this hospital requesting changes. Rodrigo‘s parents led this group and explained their
actions as follows:
We are not complaining just to complain. We are trying to inform and to ask
what a child with cancer deserves. Nothing more, nothing less. When you start
treatment, they [doctors] train you, but the reality is different. The child is
hospitalized in a shared room with a shared refrigerator. They [doctors] know
the reality. I have seen doctors stressed because the child had fever at home
for 3 days and the parents did not bring him to the hospital or they don‘t do
what they are supposed to do. The child can‘t [complain], so you [the parent]
have to exert the child‘s right in his place to have a suitable place in relation to
his disease (Rodrigo‘s mom, Provincia de Buenos Aires).
The main issue discussed in the parents‘ letter was the need to create an oncology
ward in this hospital. Currently, oncology patients are hospitalized in units nine and ten,
in the same rooms as children with other diseases. This increases the oncology patient‘s
risk for infection and it does not allow the hospital to have trained oncology nurses in the
ward.
Let me tell you what happened to us the last time Rodrigo was hospitalized.
We were next to a child with fever. I wondered, the child has fever and he is
next to my child. […] They then moved him [Rodrigo] to another room, next
to an adolescent girl who had a headache. But then you start to think because
you are moving the child through a shared hallway and the bathroom is shared
with other patients, and the utensils are shared and the chamber pot is shared.
And you are always tense because of this, the building is old and you go get
the chamber pot at 3 am and you have roaches walking around there. […] You
have to bring your own supplies if you can afford them or if you can
remember to do so (Rodrigo‘s mom).
Another issue discussed was the fact that the hospitals do not have their own drug
banks in case the ODB runs out of medication. The letter also brings up issues related to
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the attention received in the emergency rooms when the parents come in with their
neutropenic children (having a low number of neutrophils, white blood cells) and are
forced to wait for their physician in large waiting rooms where the is a greater chance of
contagion of diseases.
If you come to the hospital with a neutropenic child, fever, low defenses, the
working hours of oncology end at 4 and then you can‘t find anybody. There is
no on-call oncology. There is not even an oncology ward. You only have a
section where the doctors see the children in the morning and during a bit of
the afternoon. So if you arrive with the child with fever where do you go? To
the emergency room. In the emergency room you have children who feel bad
and you don‘t know what they have, but you know your child has low
defenses (Rodrigo‘s mom).
The analysis of the scenes and characters in children‘s and parents‘ narratives
pointed to the different ways in which treatment and migration experiences varied. In
some ways these findings concurred with those presented in previous pediatric oncology
studies, but in other ways the Argentine context created situations that rarely appear in
the literature. The discussion of the findings in relation to previous research is presented
in the following chapter.
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CHAPTER 6:
DISCUSSION

Previous studies on the narratives of pediatric oncology patients have pointed to
the ways in which children and their parents use stories of the disease and treatment to
make sense of their lives, regain control over their future, and establish a feeling of
normality in their everyday activities (Clarke-Steffen 1997; Woodgate 2006).

The

inclusion of a critical medical anthropology perspective expanded the narrative approach
by focusing on other ways in which pediatric patients and their families use treatment
stories and the different ways in which their experiences are shaped by the larger social,
political, and economic context where medical services are provided.

The characters in children’s and parents’ narratives
Following previous studies on the experiences of pediatric oncology patients
(Aldiss et al. 2009; Balen 2000; Clarke-Steffen 1997), the first hypothesis stated that
children would mainly include family members and friends as characters in their stories.
The results of the study indicated that children tended to talk more about close family
members such as their mothers (82 % of the interviewees), siblings (65%), and fathers
(29%) and less about their doctor in Buenos Aires (17%) or the doctor in the provincial
hospital (14%). In contrast to what was established in the first hypothesis (H1), they also
identified a wide variety of other actors with whom they had contact with on a daily basis
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such as hospital volunteers (40% of the interviewees), the hotel (17%), obra social staff
(11%), and teachers (17%). The erasure of health care professionals was present in other
parts of the interviews where children described medical procedures and when they
completed their drawings. Only two children, Carolina (9 yrs.) and Samuel (11 yrs.), out
of the 35 who were interviewed, included health care professionals in their pictures of
medical treatment.
This issue could be linked to the problems many children had communicating
with their health care professionals, their feelings of isolation, and their desire to know
more about their disease and treatment. When Carlos described his initial stage of
treatment, he said ―I was worried because I did not know anything. I would have liked
them to tell me what they were going to do and if they were going to take me to another
place. I was nervous all the time‖. Paula (8 yrs.) experienced a similar situation during
her treatment and described her main problem as: ―The thing is that the doctor would
only talk to my mom. Sometimes I was there, but he would not talk to me.‖
The exclusion of children from conversations regarding their health and medical
treatment is a common topic of interest among anthropologists of childhood focused on
child health. Researchers have described how doctors might use children as sources of
information for diagnostic purposes, but then provide information on the disease and
treatment only to the parent (Smith and Callery 2005; Tates and Meeunesen 2001).
Clinical consultations are not always geared towards children‘s perceptions of being
healthy and might use an interrogative style that is not conducive to child participation
(Savage and Callery 2007). Researchers have also examined the different ways in which
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children make themselves heard, negotiate medical decisions, and search for alternative
ways to satisfy their needs (Balen et al. 2006; Vindrola Padros 2011).
Many of these studies have concluded that traditional development models have
led to the establishment of age-based competence frameworks where children are not
deemed capable of understanding medical terminology and procedures (Alderson et al.
2006:302; Alderson 2007). Currently, transformations are being performed in several
biomedical contexts to reduce the prevalence of these rigid models and promote the
participation of children in conversations regarding their health. Some authors have
proposed creating ―coalitions‖ between the physician, parent, and child to promote ―the
establishment of common goals, recognition of mutual respect, the absence of hierarchy
and the sharing of decision-making‖ (Gabe et al. 2004).

Children‘s voices are

increasingly being considered during hospitalization and clinical consultations, but, as
this study demonstrated, many pediatric patients continue to feel excluded.
The second portion of the hypothesis (H1) stated that the stories of the parents
would focus more on the health care staff and the individuals in charge of the
bureaucratic procedures required for the child‘s treatment.

Previous studies on the

experiences of the parents of pediatric oncology patients have pointed to the additional
responsibilities parents acquire when their children have to undergo oncology treatment,
their active role in securing services for the pediatric patient, and their desire to maintain
ongoing communication with health care professionals (Beltrao et al. 2007; Clarke et al.
2005; Clarke and Fletcher 2003; Rivero-Vergne et al. 2008; Young et al. 2002; WardSmith et al. 2005).
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The results of this study showed that individuals in charge of providing services
for the child appeared more frequently in the parents‘ stories when compared to the
children. The doctors in Buenos Aires appeared in all 35 of the interviews and the
doctors from the provincial hospitals were mentioned in 47% of the stories. Other
professionals included were hospital volunteers (43%), the Banco de Drogas (31%), the
hotel staff (31%), the personnel from the obra social (29%), and the Casa de la Provincia
(28%). Family members were also present in the stories and the ill child appeared in all
35 interviews. The spouse was mentioned in 46% of the stories and the well siblings in
34%. Some mothers, such as Carla‘s mom provided great detail on the lives of the well
siblings, their way of dealing with Carla‘s diagnosis and treatment, and how the family
reorganized to deal with the ill child‘s needs.
Everything changes. You have to leave your house and at first it is hard […].
My husband would come during the weekend and then leave and my girls too.
I have three other daughters, all older. My eldest son is 27 and he is in the
army in the south. I have another girl who is always with me but she is
working now, so it is more difficult.
The greater frequency of appearance of these professionals in the parents‘
narratives was probably due to the fact that the accompanying parents were the ones in
charge of securing these medical and non-medical services.

When looking at the

diversity of characters mentioned by the parents, it was possible to see that, through the
treatment process, parents obtained information on the institutions and individuals
capable of providing assistance from various sources (many of them found outside of the
hospital sphere). The communication problems experienced by the children with the
health care professionals were not present in the parents‘ stories and this could explain
why all of the parents mentioned the children‘s doctor in Buenos Aires.
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The provincial doctors were mentioned less frequently than the ones in the
Capital. This could be due to the fact that some families traveled to Buenos Aires
without a provincial referral, others were referred by the ―guardia‖ (emergency room
staff) and did not identify specific personnel, or the children were referred by specific
provincial doctors and the parents chose to avoid mentioning the physicians. Family
members were not missing from the parents‘ narratives, but they were not the main
characters. This was probably due to the fact that generally only one parent traveled with
the ill child and 91% of the families did not have relatives or friends in Buenos Aires.

The scenes in children’s and parents’ narratives
Hypothesis 2 was established following previous studies on pediatric oncology
treatment which found that children with cancer expressed concern over issues external to
the treatment, such as the desire of having lots of toys, maintaining a close relationship
with their parents, changes in family relationships, missing friends and their home
environment, and the need to return to ―normality‖ (Aldiss et al. 2009; Balen 2000;
Griffiths et al. 2011; Sartain et al. 2000; Woodgate 2006). Even though the studies
conducted on the experiences of the parents of children with cancer also found that
parents mentioned issues external to the treatment, they usually conclude that parents are
the most knowledgeable of the details of the child‘s disease and treatment and change
their entire daily routine to accompany the ill child during hospitalization (AngstromBrannstrom et al. 2010; Berrios-Rivera et al. 2008; Clarke and Fletcher 2003; Crom
1995; Ward-Smith et al. 2005; Young et al. 2002).
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In this dissertation, differences were found between children‘s and parents‘
selection of scenes. For instance, while the parents described the details of obtaining a
diagnosis to a great extent, only one child focused on this stage. This could be due to the
fact that children did not see diagnosis as a separate stage. Many children were also in a
critical health condition during this time and did not remember the steps their family took
to secure their diagnosis.
In contrast to hypothesis 2, when the children talked about hospitalization, they
focused mainly on specific medical procedures such as lumbar punctures,
chemotherapies, catheter habilitations, or blood transfusions. This was especially evident
in the drawings where 28 out of 35 children chose to draw scenes of medical procedures
when asked to describe their treatment. One of the reasons for this could be that the
instructions used the term ―treatment‖ which could have limited their interpretation to
biomedical procedures. Another explanation could be that medical procedures represent
a poignant part of children‘s treatment story because of the pain and anxiety they
generate. When Paula (8 yrs.) was asked to do a freestyle drawing, she drew the image
found in Figure 57 which has ―soy feliz‖ (I am happy) written at the top. When I asked
her why she was happy, she replied, ―because I no longer feel the [needle] shots the
doctor gives me‖. Several studies on pediatric oncology patients have examined
children‘s representation of medical procedures and have found that children were more
prone to remember and mention the medical practices that created greatest pain,
discomfort, and fear (Berrios-Rivera et al. 2008; Carlsson et al. 2008; Chen et al. 2000).
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Figure 57. ―Soy feliz‖ drawn by Paula (8 yrs.)

Parents also talked about these events but they included further discussion on the
daily activities involved in the hospital such as eating, taking showers, and entertaining
the children (in contrast to what was established in hypothesis 2). Their stories contained
in-depth descriptions of the paperwork they needed to carry out in order to secure
medical services for the children, the assistance of the health care staff in this process,
and the obstacles they encountered when traveling around Buenos Aires or dealing with
paperwork delays.
All of the interviewees talked about family separation, pointing to the emotional
effects of medical travel. Terms such as ―dismantling a family‖ were used to describe the
trip to Buenos Aires. The parents talked more about the people they missed such as their
other children, spouses or parents, while the children focused more on the activities they
missed. This was a factor especially evident in the drawings where the children made
colorful and cheerful scenes of soccer matches, dancing lessons, and their schools. When
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he talked about his life back home Luis (12 yrs.) said: ―when I‘m not sick I play ball. I
am the goalie and I root for Boca [a soccer team]‖.
Even though family separation was one of the most difficult aspects of securing
treatment in Buenos Aires, when this scene was mentioned, the parents and children also
talked about the strategies they used to deal with this time apart.

Constant

communication through cellular phones and the Internet kept family members informed
about the details of the child‘s treatment. When well siblings came to visit, the children
consciously shared their mother‘s time. Both children and parents actively participated in
the rationing of resources for the family members back home.
Education was of concern to both the children and the parents and it is certainly
an issue that requires further research in this context. Previous studies have indicated that
the interruption of school generates concern in children undergoing cancer treatment, but
pediatric oncology patients in developed countries can avoid education delays through
home-schooling programs, hospital schools or special attention provided in the child‘s
original school (Bruce et al. 2008; Searle et al. 2003). In the case of the families in this
study, the interruption of education was produced by the fact that many families
visualized their migration as temporary and did not see the benefit of enrolling the child
in school in Buenos Aires, the lack of education programs available within public
hospitals, and the delicate health condition of children during treatment.
Children in elementary school had restrictions in terms of exams and other
evaluations, but had more options for continuing their education through hospital schools.
In contrast, children in secondary school had the option of studying on their own and
passing the final exams for the course on specific dates set by the schools as in the case of
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Camila and Jose, but did not have the option of hospital schools (except in Hospital de
Alta Complejidad). These final exams are called mesas de exámenes (exam boards) and
the process of studying on their own is called rendir libre (have a free examination). This
system resembles the evaluation methods used in higher education in public universities
in Argentina. Not all children could arrange to study on their own and some, such as
Adriana, ended up losing several school years.

Scene variation according to hospital, place of origin, age of the child, and stage of
treatment
The scenes that appeared in children‘s and parents‘ narratives were grouped
according to four variables: hospital, distance to the place of origin, age of the child at the
time of the interview, and stage of treatment at the time of the interview. The age of the
child and the stage of treatment were chosen due to the fact that previous studies on
pediatric oncology treatment have demonstrated that children‘s and parents‘ experiences
are influenced by these variables (Clarke et al. 2005a; Ward-Smith et al. 2005). The
hospital where the child received treatment and the distance to the place of origin were
included in the analysis of the results because, on the one hand, these variables were
included in previous studies (Clarke and Fletcher 2003; Scott-Findlay and Chalmers
2001) and, on the other hand, they shed light on the ways in which treatment experiences
are shaped by the social context.
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Hospital
Research in medical anthropology has provided tangible evidence of the role
played by the hospital infrastructure, resources, and staff in the shaping of patients‘
experiences and narratives of treatment. This was one of the main reasons why this
research question was established and children from four different public hospitals were
selected for the sample collected for this study.
In Chapter Three I described each of the hospitals included in this study as having
unique programs and resources directed at pediatric oncology treatment. Hospital de Alta
Complejidad has been ranked as one of the best equipped children‘s medical facilities in
the country and was the hospital that received a greater proportion of families from
outside provinces during the time of the fieldwork. Hospital de Alta Complejidad is also
the only hospital with facilities to house patients during outpatient procedures. It was
assumed that since patients had direct access to housing that they would make less
mention of the difficulties incurred in travel and relocation.
Hospital General also received a large number of traveling patients, but did not
have an oncology ward for hospitalized children; an issue that appeared in parents‘
narratives and created difficulties during the child‘s treatment. Hospital Infantil received
a relatively small number of cases, but had a hospital ward dedicated exclusively to
pediatric oncology patients. Hospital Policlínico was the only hospital that was not a
children‘s hospital; it was located on the outskirts of Buenos Aires, had an oncology ward
that was largely financed by FNDF, and received a small number of pediatric oncology
cases from outside provinces in comparison to Hospital de Alta Complejidad and
Hospital General.
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In the case of the children‘s narratives, the children in Hospital de Alta
Complejidad did not mention scenes of travel and relocation with less frequency than
children receiving treatment in the other hospitals, in contrast to hypothesis 3a. In the
case of the other scenes, the hospital where the child received treatment did not appear to
influence their appearance with the exception of children‘s scenes of school, where the
children receiving treatment in the Hospital Policlínico hospital included scenes of school
in 100% of the cases. This could be due to the fact that all of these children encountered
problems while trying to continue with their education. Hospital de Alta Complejidad
was the only hospital with an established system of hospital education during the time of
the fieldwork. Other hospitals such as Hospital General, Hospital Infantil, and Hospital
Policlínico have trained personnel who visit children in their hospital rooms, but these do
not follow national educational curricula and do not provide the child with certification of
completion of the coursework to take back to their school.
In the narratives of the parents, a different pattern was identified as the parents
whose children were receiving treatment in Hospital de Alta Complejidad mentioned the
scene of ―departure‖ and ―family separation‖ with the same frequency as the other
parents (in contrast to what was established in hypothesis 3a). Furthermore, they made
more frequent mention of ―hotels‖ and ―the things I miss the most‖ than the parents
whose children received treatment in Hospital Policlínico and Hospital General.
The comparison of parents‘ narratives according to the hospital shed light on
other issues that were not initially included in the hypothesis. For instance, the parents of
children receiving treatment in Hospital General had mentioned with more frequency
getting a referral and obtaining a correct diagnosis. When looking at the specific cases of
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misdiagnosis, delays in referral, and cases of self-referral, the families from Hospital
General did not exceed those from other hospitals. Thirty-seven percent of these cases
were from Hospital General, 47% were from Hospital de Alta Complejidad, 5% were
from Hospital Policlínico, and 11% were from Hospital Infantil. A difference was found
in the way the families ended up in the hospitals and, in this case, there were more
families from Hospital General who were not referred through traditional mechanisms
and either chose to admit their children to this hospital on their own, were advised to
select this hospital by friends, or were referred after short distance referrals did not work.

Distance to the place of origin
Some studies on pediatric oncology treatment have mentioned the hardships faced
by families who need to travel long distances in order to access care (Beltrao et al. 2007).
However, with the exception of a few cases (Crom 1995; Scott-Findlay and Chalmers
2001), most publications mention travel as a side note and do not analyze the profound
effects it can have on the experiences of pediatric patients and their families. Some of the
studies that have focused entirely on this topic have tried to make direct links between
spatial distance (in kilometers) and barriers to care (Aitken and Hathaway 1993;
Goodman et al. 1997; Mwasi 2010). The results of this dissertation point to a different,
more complex, picture.
When the scenes in the narratives were grouped and compared by distance to the
place of origin, it was evident that a lineal relationship between distance and difficulties
in travel and relocation could not be traced. In the case of the children‘s narratives, those
living farthest away mentioned the earliest stages of their travels with more frequency as
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well as the hotel scenes. However, with regards to this last scene, children in the other
two distance groups also mentioned it in over 50% of the cases. The children traveling
from the closest provinces mentioned the paperwork required to secure their treatment
and the difficulties associated with school with more frequency than the other two
groups, indicating that many of the hardships faced by migrating children are felt at all
distances (in contrast to hypothesis 3b).
A different pattern appeared in the parents‘ narratives, where the scenes of the
earliest stages were mentioned more frequently by the parents traveling from the closest
provinces and the scene on preparing for departure was included with less frequency in
the stories of the parents from provinces in the farthest distance group (in contrast to
hypothesis 3b).

No tangible differences were indentified in the scenes on ―family

separation‖, ―hotels‖, or ―things I miss the most‖. In addition to these frequencies, the
content of their narratives reflected similar feelings of longing and disconnection with
Buenos Aires as those of families traveling for more distant provinces. This issue points
to the fact that the needs of traveling families might intersect at similar points, regardless
of the distance to the place of origin. Families living in closest distance to the hospital
(less than 500 km.), which were expected to have less difficulties, mentioned the
arrangements required to prepare for departure more frequently than the other two groups
and engaged in conversations regarding hotels and travel within Buenos Aires to process
paperwork just as often.
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Age of the child
Previous studies on pediatric oncology treatment have shown that the age of the
child plays a role in the amount of information the child is provided by medical
professionals, the degree to which the child is allowed to participate in decisions
regarding their health, and the openness in child-parent communication (Aldiss et al.
2009; Bluebond-Langner and Schwallie 2005). These studies have found that older
children are usually provided more information about their disease, treatment and sideeffects and allowed to participate to a greater extent on decision-making processes
(Clarke et al. 2005). Furthermore, parents have been seen to provide older children with
more information at the time of diagnosis and treatment (Clarke et al. 2005).
In the case of the children‘s narratives, in contrast to hypothesis 3c, the age of the
child played a role in the selection of scenes as older children had a larger quantity of
scenes in their stories, presented greater detail of the bureaucratic processes of securing
treatment in Buenos Aires, and were more concerned with their education and the use of
family financial resources than the younger children. Jose (15 yrs.) explained how he
obtained his medication as follows:
When we came in 2002 we got them [medication] from the Ministerio de la
Nacion at the Oncology Drug Bank but now these are covered through the
PROFE. [...] Sometimes we could not get them and we had to buy them, the
drugs and some medication, because I am also treated for hypertension.
Even though changes in cognitive development influence children‘s perceptions
and their ability to narrate their experiences, the differences identified in the comparison
of children‘s scenes according to age in this study could also be linked to the social
representation of children‘s competence. Parents and medical professionals could have
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provided older children with more information because they considered them more
capable of understanding the situation.
In the case of the parents‘ narratives, the parents whose children were in the
youngest age group mentioned the earliest stages of treatment. The scene on ―school‖
was mentioned more frequently by the parents of the children in the oldest group, a factor
that was also found in the children‘s interviews.

Besides these points, the scene

frequencies did not highlight larger trends in parents‘ narratives with regards to the age of
the child. However, the content of parents‘ narratives, especially with what concerned
the last questions of the interviews on their reflections of the experiences of pediatric
oncology treatment, underscored the way in which the child‘s age influenced parents‘
behavior.
Some parents, like Martin‘s and Karina‘s mothers, explained how the young age
of their children during treatment had led them to implement different strategies for
communicating with the child and making sure the children did not see the emotional
difficulties they experienced. Ricardo‘s mom made allusion to the fact that Ricardo
would not follow the doctor‘s orders with the same obedience as when he was younger.
She said: ―everything that the doctor tells him, now because he is older, he confronts the
doctor, he tells him what he wants to do and what he does not want to do‖.

Adriana‘s

and Jose‘s mothers acknowledged that they cared for older children, who had different
needs, were not easily entertained, and were more difficult to exclude from decisions
regarding their health and treatment.
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Stage of treatment
Previous studies have indicated that children‘s and parents‘ experiences change
according to their transition through diagnosis, treatment, control, and relapse (Griffiths
et al. 2011). Studies have found that parents feel overwhelmed at the time of diagnosis
and have a difficult time dealing with the change in their lives and the possibility of their
child‘s death (Clarke et al. 2005). Families learn to deal with this situation through time
by implementing different strategies, learning medical terminology, and understanding
how to navigate the health system. The families of children who relapsed go through the
same feelings of uncertainty and fear as those in the diagnosis stage but are more
informed as they have already gone through the treatment. The stories of children and
parents documented in this study concurred with the findings in these previous studies.
The division of scene frequencies according to the stage of treatment of the child
at the time of the interview revealed that children in treatment focused more on the
process of dealing with paperwork, the expenses or parental employment difficulties, and
the interruption of their schooling, and not on medical procedures, in concurrence with
hypothesis 3d. This was probably due to the fact that they were dealing with these issues
at the time of the interview and felt it was important to include them in their stories.
Children in the control stage rarely mentioned these scenes; an issue that can be
explained by the fact that they only traveled to Buenos Aires during specific portions of
the year (every 3 months, 6 months or once a year, depending on the type of cancer,
treatment, and services available close to the place of origin). However, the scenes of
medical treatment and hospital spaces were still present in their stories as well as the
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scenes of staying in hotels, possibly indicating that these issues continued to play a role in
their everyday lives.
The children in relapse mentioned the initial stages of treatment with more
frequency than the other children, an issue that could be explained by the fact they had to
go through these stages twice and had recently been told they had relapsed. Another
important factor to mention is that discussion on stages of control and relapse were only
found in the stories of children currently in these stages, pointing to the fact that children
in treatment do not talk about future stages.
In the case of the parents‘ narratives, the findings did not concur with hypothesis
3d as the parents of children in treatment did not mention medical procedures and
hospital spaces more frequently than the parents of children in other stages, probably
indicating that these events play an important role in all stages of treatment. Differences
were found in other scenes such as the preparing for departure scene and the fact that it
was more frequent among cases of child relapse. Another important difference found in
cases of relapse was that parents whose children were in this stage mentioned scenes of
fever/isolation in half of the cases. This could point to the fact that these parents were
more aware of the possibility of infections, the possible suspension of treatment, and the
worsening health condition of their child, a situation found in other studies of cancer
relapse. This does not mean that parents in other stages did not experience these same
feelings, but parents whose children were in relapse decided to include it in their stories
more often.
Other patterns in parents‘ narratives were also found in the children‘s stories as
those in treatment tended to talk more about hotels and the scenes of control and relapse
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were only mentioned by the parents whose children were in those stages at the time of the
interview. The parents whose children were in control did not mention the things they
missed back home, probably because they did not have to leave their place of origin as
often as during the treatment stage. Parents in this category also talked more about
securing expenses and employment pointing to the fact that travel during this stage
continues to create financial disruption for these families.

Parenting and the Argentine public health system
At the end of each interview, a series of questions on the experience of obtaining
pediatric oncology treatment in Argentina were asked to both child and adult participants.
The children had a harder time understanding and answering these questions. They
explained their situation in individual terms and with less reference to the system in
which they received care. The obstacles encountered when accessing medical treatment
in Argentina were present in their stories, but they were not described as structural factors
affecting other children in the same situation.
The parents‘ narratives contained more discussion of the difficulties they faced
and the systemic causes of these problems. In contrast to hypothesis 4, not all of the
parents expressed dissatisfaction with the services received during the child‘s oncology
treatment and almost half of the parents took the time to highlight the positive factors of
their experiences. Conversations on the issues parents had to overcome and the advice
that could be provided to other parents shed light on specific ideas on ―proper parenting‖.
A small group of parents was especially critical of the attention their children received
during treatment and presented the list of measures that needed to be taken at local and
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national levels to improve the medical services provided to pediatric oncology patients in
the country.
Previous studies on the parenting of children during oncology treatment have
analyzed this process as one solely involving the parent-child relationship (Clarke and
Fletcher 2003; Clarke et al. 2005; Ward-Smith et al. 2005). Some of these authors have
even argued that having a child with cancer ―threatens‖ the parental role because they
have failed in their main obligation: to protect the child (Young et al. 2002). The results
of this dissertation, however, point to the fact that the parental role is not threatened
when the child is diagnosed with cancer, it is transformed according to the needs of the ill
child, social norms regulating parenting behavior, and individual perceptions of the
parent. In some instances, it appears as though the parental role were enforced because
the actions performed by the parent to care for the ill child become more visible.
Anthropologists of childhood have not only pointed to the different ways in which
the parenting process is shaped by cultural, political, social, and economic factors, but
also to the active role children play in the negotiation of relationships, expectations, and
standards for behavior with their parents (Ambert 2001; Corsaro 2005; Harkness and
Super 1996; Levine et al. 1994). David Lancy‘s (1996) study of enculturation among the
Kpelle further emphasizes this fact through the concept of cultural routines. According to
this author, ―there is no universal norm that dictates a standard for child rearing. What is
universal, however, is the existence of routines that facilitate the enculturationupbringing-of children‖ (Lancy 1996:15). Cultural routines are norms that are shared and
transmitted among a specific group of people and they shed light on the socially accepted
mechanisms for socializing children (Lancy 1996).
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In a comparative study of French and U.S. forms of child rearing, Carroll (1988)
argued that the different parenting styles found in each locale are linked to ideas on the
individual rights and social bien-être present in both societies. Certainly there is great
variation within any country, but this author argued that children in the U.S. were
frequently socialized to attain their full potential and develop freely as individuals. In
France, the process of socialization was more rigid and children were taught to function
first as members of society, and then as free individuals. Their individual preferences
occupied a secondary role behind their obligations to the family and other social groups.
According to Carroll (1988), this is one of the reasons why it is more common to see the
participation (some might consider it intrusion) of external members of the family in the
upbringing of children in France when compared to the U.S.
In the case of Argentina, the parenting process resembles in some ways the
description presented by Caroll (1988) of French society. The brief review in Chapter 3
of the historical transformations of the representation of childhood and parenting in the
larger Argentine society points to the ways in which the care of children changed from
being a private matter to a matter of concern to the State, and later on, to a ―problem‖ of
interest to professional disciplines.

Therefore, even though mothers continue to be

identified as the main caretakers of the child, their parenting role is subjected to
evaluation by other members of society such as specialists of child health care,
government officials or other parents. In this study, the narratives of the ―good mother‖
made allusion to this situation and pointed to the specific factors the interviewees
associated with the proper development of their parenting roles. ―Good parents‖ were
those who did everything possible to care for the ill child, who traveled to Buenos Aires,
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helped healthcare professionals administer the treatment, and learned to rapidly navigate
the bureaucratic system to secure medical and non-medical services.
These parenting roles were also adapted to the structure of the local health system,
and in particular, to the representation of health as a universal human right. The defense
of the child‘s right to health and adequate medical attention became intertwined with the
parents‘ duty to claim children‘s rights for them. As Rodrigo‘s mom mentioned, ―the
child cannot defend his own rights, so you [the parent] need to do it for him.‖ This
defense entailed understanding how to navigate the health system, secure medical
services and other resources, move around Buenos Aires, and demand high quality
services from the health care staff. The parents who failed to obtain these skills were
deemed less prepared to care for the ill child by other parents. This could be one of the
reasons why parents‘ stories were filled with descriptions of everything they did in order
to cure their child.
The protection of the rights of their children also required that parents be capable
of demanding services from the State. The welfare of children (and the population in
general) continues to be represented as a responsibility of the State. In the cases of the
families who were interviewed, the State was held accountable for providing adequate
medical services and financial assistance to the patient and family members. Families
used this idea as a resource to demand the delivery of oncology medication, their
placement in sanitary hotels, and the coverage of their travel and lodging expenses.
The limit of the State‘s resources was also acknowledged and it was here that
families turned to the support of other individuals who have traditionally participated in
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the delivery of health services in Argentina: volunteer groups and non-governmental
organizations. These actors were frequently mentioned in the interviews of both children
and parents and most families approached them when they needed financial assistance,
materials (i.e. clothing, hygiene products, food), or counseling for the preparation of
paperwork. FNDF was also contacted when the parents could not obtain chemotherapy
drugs from the ODB because they have an independent, self-financed, drug bank.
The narratives of the children and parents pointed to the different ways in which
treatment and migration are experienced in Argentina today. Even though their stories
were unique and a great diversity of perceptions, events, and difficulties were
documented, it was possible to identify trends that unified the families‘ stories. These
overlapping situations were used to design the recommendations that are presented in the
following chapter.
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CHAPTER 7:
CONCLUSIONS, RECOMMENDATIONS, AND FUTURE AREAS OF
RESEARCH

The migration of children with cancer has become a common, even expected,
aspect of receiving treatment in Argentina. Families from all over the country recognize
that the local medical facilities at their disposal are not equipped to provide the high
quality medical services that their children require. The medical staff in these facilities,
non-governmental organizations (NGOs) focused on patient advocacy, and several
government institutions that provide services to patients also recognize these limitations.
Through referrals and the provision of funds for traveling families, these actors have
contributed to the establishment of regular flows of pediatric oncology patients. In many
ways the migration of children with cancer in Argentina is not the exception, but rather
the rule, and it constitutes a strategy in the search for child survival.

Considering child and parental viewpoints
The comparison of the ways in which children and their parents talked about
cancer treatment pointed to the fact that even though these individuals go through the
same stages of diagnosis and treatment as do those who do not migrate for treatment, they
experience the stages in different ways. This was due, in part, to the fact that at least in
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this research, the child assumed the patient role while the parent conformed to the
accompanying family member role. The child was the one who physically experienced
the medical procedures, symptoms of the disease, and side-effects of treatment. Their
proximate environment (the hospital) as well as their own bodies constantly reminded
them of this fact. The parents assumed their role as accompanying, and therefore
responsible, family members. This was an identity assumed in all of the interviewee‘s
cases. They were also reminded of this role by medical professionals, hospital volunteers,
other parents, and their children.
These roles were the product of socially constructed ideas of childhood and
parenting which influenced the individual‘s perceptions and decision-making. Children‘s
association with immaturity, vulnerability, and incompetence was present in the parents‘
narratives as well as in some of the situations described by the children. The
representation of parenting as a process of child socialization that was of significance to
society as a whole placed great responsibility on the accompanying parent and promoted
the creation of categories of ―suitable‖ and ―unsuitable‖ caretakers.

The people found in children’s and parents’ stories
Anthropologists of childhood stated several decades ago that children did not
experience the world in the same way as adults (James and Prout 1997; James et al.
1998). They argued that if researchers wanted to conduct studies that were inclusive of
the entire population, they would need to interview and include children‘s voices (James
and Prout 1997). This study found clear differences between children‘s narration of their
experiences and the stories of their parents. The children chose to talk about their family
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members (mother and siblings) and purposely excluded other actors such as health care
professionals from their stories. The content of their treatment stories provided a possible
explanation for this situation: their inability to establish ongoing communication with the
physicians and nurses providing care. Sara, Santi, Jose, Marta, Carlos, Ricardo and
Samuel felt they did not receive enough information on their disease and treatment from
their doctors and did not feel comfortable asking them questions. As Santi (12 yrs.)
explained: ―I didn‘t like asking the doctor questions. They don‘t talk, they yell. They say
pass me this, pass me that, pass me that and they get used to yelling. They yell when they
talk and when I talk to them, they yell.‖ In the face of these problems, the children did
not remain passive; they searched for information on their own.
The representation of children‘s agency during pediatric oncology treatment and
medical travel was one of the objectives of this dissertation. The use of narrative research
allowed the exploration of individual realities and experiences and the strategies used to
overcome problems, in this case, the lack of the patient information.
The characters represented in the parents‘ stories were diverse and the doctors
made frequent appearances.

Parents mentioned other actors in charge of providing

services to the family such as hotel staff, hospital volunteers, and people working at the
Oncology Drug Bank, obras sociales, and Casa de la Provincia. The analysis of the
characters in parents‘ stories pointed to the fact that many of the issues faced by the
parents of pediatric oncology patients in Argentina are faced outside of the hospital
sphere and involve learning how to navigate the health (and government support) system.
Furthermore, traveling families require additional knowledge on requesting the coverage
of expenses for housing and travel expenses, increasing paperwork requirements.
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The events in children’s and parents’ narratives
The comparison of the scenes that were included in children‘s and parents‘
narratives pointed to the issues that each of these actors felt needed to be included in the
telling of their stories. Parents and children had common topics of conversation as
illustrated in the scenes they shared: medical procedures, hospital spaces, the separation
from family members, hotels, control, and relapse. However, there were other scenes that
were mainly of interest to the parent, and topics the children talked about but the parents
avoided, pointing to the fact that even though these actors go through these stages
together, they experience them and express them in different ways.
Parents had more information on the processes involved in obtaining medical
treatment, because they were in charge of the paperwork and medical professionals
tended to only provide information to the parents. Their narratives included detailed
descriptions of the early stages of their child‘s diagnosis and referrals, highlighting the
first symptoms experienced by the child, delays in diagnosis, the procedures for obtaining
referrals, and how they prepared for leaving their families and migrating to Buenos Aires.
The parents‘ narratives also contained scenes of how they dealt with the requests for
medication, the solicitation of government pensions, and the coverage of the family‘s
travel and relocation expenses. Like Camila‘s father indicated, ―sometimes our journey
gets hard because we come from far away, I have to think about things and I have to find
strength to get the signatures for the papers‖. Parents were also the ones to talk about
―fevers‖ and ―child isolation‖, describing their fears of infection during treatment.
Children chose to talk about different topics from those used by their parents.
Their narratives included scenes of the things the children said they missed the most,
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such as their soccer matches, recreational activities, and schools. Samuel (11 yrs.) said,
―I miss playing with my friends during recess, I miss going to school‖. Some children,
like Martin, talked about and chose to draw their favorite toys such as the car found in
Figure 58.

Figure 58. Drawing by Martin (7yrs.) from Tierra del Fuego.

School, and specifically the interruption of their education, was not only a topic
that was mentioned frequently, it was an issue that created concern for several patients.
The children did not want to fall behind in their education, but many did not find suitable
alternatives for keeping up with their schoolwork and examinations while undergoing
treatment. Parents, on the other hand, mentioned people in their narratives that they
missed, while the children identified activities.

Variation within child and adult narratives
Researchers focused on child studies have called into question the tendency found
in some research in this field where child and adult groups are treated as homogeneous
categories (James 2007). These authors have demonstrated that child and adolescent
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groups are cross-cut by other social categories such as gender, class, and ethnicity,
creating a wide diversity of childhood and parental experiences (James and James 2004).
In this study, it was argued that treatment and migration experiences should be
understood within the political and economic context where health care services are
delivered. Therefore, the variability within children‘s and parents‘ stories was examined
in relation to distance to the place of origin, the hospital where the child received care,
the stage of treatment, and the age of the child. The analysis of the distance to the place
of origin pointed to the fact that the process of migrating to secure medical services
cannot be reduced to numerical calculations of distance. Families from all three distance
categories (less than 500 km, 500 to 999 kms, and more than 1000 kms) talked about the
difficulties associated with travel and relocation in similar ways. The comparison of the
scenes in children‘s and parents‘ narratives in relation to the distance from the place of
origin to the site of medical treatment also indicated that even the families who migrated
from close provinces had to deal with the problems associated with relocation, family
separation, and uprooting. Whether close or far, families that migrated to secure medical
treatment all experienced similar dislocations from friends, family, and familiar places.
According to the children‘s and parents‘ narratives, the hospital where the child
received care did not exert tangible influence on children‘s and parents‘ scene selection.
One exception was the topic of schools where children from the Hospital Policlínico
talked about this issue in all of the cases. The analysis of the content of the narratives also
shed light on the difficulties faced by patients, like Rodrigo, who were accessing
oncology treatment in Hospital General, a children‘s hospital that did not have an
oncology ward at the time of the fieldwork.
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The situation faced by patients in Hospital Policlínico and Hospital General as
well as the experiences of families with short distance referrals in certain provincial
hospitals underscores the lack of standardization of services for pediatric oncology
patients at a national level. Medical protocols and guidelines tend to be inconsistent and
unstandardized, reproducing inequalities in the services offered to patients and their
families. For instance, Diego (7 yrs.) was referred to Mendoza before traveling to
Buenos Aires and this referral did not have medical justification because the equipment
Diego needed was not available in this facility. Marta‘s referral was made to Hospital
Policlínico because her physician in Rio Negro knew someone in this facility.
The analysis of scene frequency based on the child‘s stage of treatment at the time
of interview showed that both children and parents focused their stories on the stage of
treatment they were going through at the time the stories were elicited. The narratives of
the families whose child was in relapse included more mention of the earliest phases of
treatment (i.e. rediagnosis, starting a new chemotherapy protocol), probably because they
went through these phases twice. The families in the control stage (medical supervision
after treatment) also included mention of the scenes of ―school‖, ―travel‖ and
―relocation‖, pointing to the fact that migration continues to play an important role in
patient and family experiences even after the treatment is over. Camila (14 yrs.), for
instance, talked about how she had successfully reintegrated into the school system, but
still needed to make special arrangements with the school principal in Salta (a city in the
north of the country) to make up the work and examinations she missed while traveling to
Buenos Aires.
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Children‘s narratives showed a difference in relation to age as older children had
more information regarding the paperwork and expenses incurred to secure their
treatment. The older children (over 12 yrs.) were also more concerned with the
interruption of their schooling. These differences could point to different levels in
cognitive development, but they could also be related to the social representation of
children‘s competence in relation to their age (the idea that older children are better
equipped to ―handle‖ this information and can participate in conversations regarding their
health).
Ricardo‘s mom talked about how he demanded to be included in conversations
with his physician as he got older. Some of the oldest children in the sample, Jose and
Marta (15 and 17 yrs. respectively), talked about how they would be interested in
obtaining more information on their disease and treatment and when they could not
obtain it from the people around them, they would consult the Internet. Jose said, ―I
looked in the Internet and I saw that my hypertension was produced by the tumor‖.

Contextualizing children’s and parents’ narratives
The narratives of children and parents shed light on a multitude of other factors
concerning the structure and working mechanisms of the public health system that are
seldom included in pediatric oncology studies. The stories of diagnosis were intertwined
with decisions to migrate and descriptions of journeys, thus indicating the need to
consider medical diagnosis and treatment as processes that go beyond the hospital sphere
and involve the participation of multiple actors and locales. Even though patients in
Argentina have equal and free access to health services, this does not always mean that
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diagnosis and, consequently, medical treatment will take place in linear or prompt
manner.
The system in which where medical services were delivered framed everything from
the first contact with physicians to the last stages of treatment, when the patients had
regular check-ups and could return to their place of origin. Some families had to deal
with delays in diagnosis, misdiagnosis, and inadequate short-term referrals before
reaching Buenos Aires. These experiences pointed to evident fractures and
disarticulations in the Argentine health system. The delays in diagnosis were mainly
produced by the lack of preparation of medical personnel in the identification of the early
symptoms of cancer, their failure to adhere to screening and early diagnosis guidelines
and the unavailability of medical equipment (i.e. resonance) needed for the diagnosis of
certain cancers.
In the case of ten children, essential tests for diagnosis were not carried out by the
provincial physicians or the physicians did not have the training required for identifying
the early symptoms of cancer, leasing to delays in diagnosis. Three families were denied
a referral by the hospital staff in their provinces, leading to delays in the children‘s
treatments and ten children out of 35 were initially misdiagnosed. Furthermore, barriers
in communication and incomplete information regarding the services available in each
public medical institution led to six inadequate short-distance referrals. In the face of
these obstacles, the children and the parents who were interviewed devised a series of
strategies to overcome delays, misinformation, unsuitable treatment protocols, and
unsanitary living conditions.
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Mobility was an important component of these strategies. Families traveled to other
cities to obtain the ―best available care‖ for the ill children.

The obtainment of

government funding and other types of support demanded that parents learn how to move
around Buenos Aires. Even children who had finished treatment experience a regular
back and forth from their home to Buenos Aires to continue with their medical
surveillance. As Kangas (2002, 2007) has argued, the increase in patient mobility has
transformed traditional ideas regarding the duties of families to save the life of the ill. If
better quality of care is available elsewhere, families are deemed socially irresponsible if
they do not do everything possible to secure these services (Kangas 2002, 2007). In the
case of pediatric patients in Argentina, this responsibility is left mainly in the hands of
their mothers, and medical travel becomes an intrinsic component of the evaluation of
their parenting roles.

Parenting and childhood
The moment of diagnosis was important because it was a time of reflection when
parents and children had to incorporate a large amount of information and make quick
decisions. Many of these first impressions or direct experiences with the health system
framed children‘s and parents‘ perceptions of medical professionals and institutions and
played an instrumental role in decisions related to treatment adherence and migration.
One of the first decisions made after receiving a diagnosis involved deciding if the
evaluation provided by the healthcare professional could be trusted or if a second opinion
had to be sought. Several factors intervened in the making of this decision. Three families
had previous cases of cancer in their families and could more easily determine if the
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diagnosis made regarding their child‘s condition was adequate. However, 85% of the
families had to rely on the advice of family members, the reputation of the physician and
hospital, or their judgments regarding the validity of the evidence used to justify the
diagnosis.
All of the parents were active in their children‘s‘ cases, requesting second opinions,
complaining of inadequate or delayed medical attention or the stagnation of the
paperwork for referral to another facility. The role children played in these cases was
limited due to their compromised health condition, but their complaints and the
verbalization or bodily expression of pain and discomfort were important motivators of
parental action and a direct demonstration that the diagnosis and treatment were
inadequate.
The contextualization of pediatric oncology treatment in Argentina also pointed to
the wide diversity of actors involved during the diagnosis and treatment processes. There
were no stages where the mother and child were completely isolated from their family
members, friends, or people from their communities. They kept in touch through email or
cell phone, children were visited in the hospital, and when possible, the accompanying
parent and the child went home for short trips. The hospitalized child and parent cared for
the families back home by putting money from the child‘s pension aside, taking donated
things for the family members who might need them at home (i.e. school supplies,
clothing), or freezing hospital food that was left over.
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Notions of space and place
Currently, the Argentine state is in the process of attempting to decentralize the
provision of medical services by granting more autonomy to provincial hospitals and
promoting the federal development of legislations on health care. This is not a recent
phenomenon. The information presented in this dissertation, however, sheds light on the
future difficulties that will be associated with this macro-level shift if it is not
accompanied by a change in the individual perceptions of the medical services provided
in these hospitals.
As the results of this study demonstrate, the moment of diagnosis was
instrumental in creating either positive or negative parental perceptions of provincial
hospitals. In those cases where the provincial medical professionals misdiagnosed the
child, delayed the diagnosis and treatment, lied to the parents, or were not willing to
provide the services the parents believed their child deserved, the parents‘ perceptions of
the provincial hospitals became tainted and were negatively perceived from there on.
Furthermore, in several parts of their narratives, parents and children juxtaposed their
experiences with provincial professionals to Buenos Aires professionals, valuing the
latter more positively in all cases.
These negative perceptions came to play an important role in decisions made after
the completion of the treatment regimen, during the initiation of control intervals or in
cases of emergency, where families chose to continue to travel to Buenos Aires instead of
obtaining medical attention in local facilities. The negative perceptions of local
professionals are important to consider in the development of future decentralization
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programs because even though provincial infrastructure and the quality of personnel can
be improved, it does not necessarily mean that negative perceptions of medical attention
among the local population will change accordingly.

Type of coverage
When individual patient experiences are analyzed within the structure of the national
public health system, it is also evident that the type of medical coverage of the patient
plays a role during pediatric oncology treatment. Patients with obras sociales faced
additional difficulties as most of these medical coverage companies preferred to refer
patients to affiliated clinics and professionals without taking into consideration their need
for specialized medical attention. This situation points to the disarticulation among
medical facilities that health policy analysts and administrators have documented, where
multiple levels of coverage coexist and negotiate care, but referral is based on the
affiliation of clinics and medical professionals, instead of the services required by the
patients (Olaviaga and Maceira 2007).

In the case of these patients, even if

decentralization attempts at the public level are effective, it does not guarantee that
patients with obras sociales receiving treatment in public hospitals will benefit.

In sum, the cases of medical travelers points to the fluidity of geographical
boundaries and the use of patient mobility as a strategy to obtain rapid and high quality
medical treatment. Their connections with their family members, government institutions,
and NGOs during medical treatment underscored the need to consider the period of
hospitalization as one that is lived in connection to larger economic processes and is
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intersected by social categories such as gender, age, and class. Furthermore, the increase
in the movement of these patients brought to light the spatial fragmentation of
contemporary biomedical treatment where diagnosis, treatment, and follow-ups can be
performed by different actors and in different facilities and patients (and their families)
are forced to navigate the system.

Summary of the obstacles for care
The findings of this study point to the limitations of the contemporary Argentine
public health system and the transformations that need to take place in order to improve
access and quality of treatment. The main problems encountered by the families who
were interviewed in their search for pediatric oncology treatment in Argentina were:
1. Unnecessary delays in the pediatric patient‘s diagnosis and treatment were caused
by the lack of specialized medical professionals and/or diagnostic equipment in
provincial hospitals. Short-distance referrals were often carried out without
previous knowledge of the equipment and specialized medical personnel available
in the receiving hospital, further delaying diagnosis and treatment.
2. Families with obras sociales faced additional delays as their obra social
conducted referrals based on the hospital‘s affiliation and not on the needs of the
patient.
3. The process of relocation was difficult for traveling families, especially those who
had never been to Buenos Aires and did not have friends or relatives in this city.
During medical treatment, traveling families had to deal with the medical stages
of pediatric oncology treatment in addition to adapting to Buenos Aires, facing
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family separation, temporarily relocating in low-cost hotels, and trying to secure
non-medical services (such as pensiones, schooling, and supplies) for the child.
4. Children felt excluded from conversations and decision-making processes
regarding their health and felt that they required additional information from their
medical professionals.
5. Hospitals that did not have hospital schools created problems in children‘s
schooling, sometimes leading to the loss of entire school years. Hospitals that did
not have an oncology ward produced complications in the protection and isolation
of immunocompromised children.
6. Parents felt overwhelmed with the paperwork required to guarantee their child‘s
medical treatment and often delayed the process due to misinformation. Not all
families were able to obtain government funding for their families during their
child‘s treatment because they were not aware of these services or due to
bureaucratic processes.
7. Lack of medication at the Oncology Drug Bank also produced delays in children‘s
treatment.
8. Facilities where families were housed when they were not hospitalized were
sometimes dirty and unsanitary.
9. Families entering the control stage sometimes faced difficulties returning to
Buenos Aires for controls. This produced interruptions in their medical followups, and in some cases, delays in the diagnosis of relapse. Travel during the
control stage continued to create disruption in the child‘s and family‘s life,
especially in terms of the child‘s schooling and the provision of financial
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resources for travel. Even though some families could perform the children‘s
regular check-ups during the control stage in hospitals closer to their place of
origin, some families chose to travel to Buenos Aires because they thought the
child would receive better medical attention.
10. The medical attention provided by professionals in the hospitals in Buenos Aires
was valued positively by most families, while many provincial doctors were
valued negatively.

Recommendations
The stories and experiences of the families described in this research suggest that
improvement of the services provided to these families is needed.

These

recommendations are aimed at health care decision makers, particularly those whose
ideas and actions may influence change for pediatric oncology patients, their families,
and the health care personnel who treat them.

The recommendations are ranked

according to level of difficulty and feasibility to accomplish.
1. Improve the amount and quality of medical information provided to pediatric
oncology patients by using existing hospital volunteer groups;
2. Create networks of non-governmental organizations (located in Buenos Aires and
the provinces) to provide additional information and

resources to the

accompanying parents on how to deal with paperwork and move around Buenos
Aires;
3. Ensure all hospitals have education services for pediatric patients accessing
primary and secondary education (middle school and high school);
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4. Ensure all hospitals have pediatric oncology wards;
5. Develop and implement emergency protocols for immunocompromised children
arriving at emergency rooms.
6. Improve the housing conditions of traveling patients by creating facilities like the
facility provided by Hospital de Alta Complejidad or the Ronald MacDonald
House;
7. Promote the development of provincial hospitals to facilitate short-distance
referrals.
Patient education
As this study demonstrated, the children undergoing treatment in these hospitals felt
excluded from conversations and decisions regarding their health and desired more
information. Different models of physician training and the development of coalitions
and collaborative decision-making have been implemented in other clinical contexts (the
U.K. and the Netherlands) and could be adapted to the everyday realities of Argentine
public hospitals (Gabe et al. 2004; Smith and Callery 2005; Stafford et al. 2003; Tates
and Meeunesen 2001). Consideration of the time constraints that medical professionals
face is critical in these discussions. However, medical teams could work together with
other actors such as hospital volunteers (who have more time and form strong bonds with
the children) to provide children with additional information and gain a sense of their
worries and concerns.
During the first phase of research reported on in this dissertation, when research was
conducted with FNDF‘s volunteers, the interviewees specifically indicated that they
would like to have more information on individual cases and be more involved in the
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process of comforting children. The provision of information and the clearing of doubts
regarding medical treatment could be an important role played by these actors and, since
volunteers have daily contact with the patients, they could represent a constant reference
point.
Assistance for accompanying family members
Additional resources need to be provided to newly arriving families to ensure that
they are properly informed of the procedures for soliciting medication, pensiones and
other types of government support. Eventually, parents learn how to navigate the health
system on their own or with the assistance of these actors, but this learning process is
often slow and many parents waste valuable time, creating delays in the child‘s treatment.
The efforts carried out by hospital administrations through hospital social workers and
other staff to ensure that all parents are aware of the bureaucratic steps required to obtain
medical treatment for their children and the government services at their disposal are not
enough to deal with current patient flows.
Non-governmental actors working in public hospitals in Argentina could fill this gap
and they could organize in such a way that provincial NGOs provide traveling families
with the initial information and the Buenos Aires organizations such as FNDF and Las
Damas Rosadas (another hospital volunteer group) provide follow-up during treatment.
The provincial organizations would return to play an important role when families are
allowed to go back to their place of origin (either during the control stage or for palliative
care). More than half of the provinces have at least one organization currently focused on
assisting pediatric oncology patients and their families.
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Previous studies with the parents of pediatric oncology patients have shown that
initial consultations are usually the time when most of the information on treatment,
hospitalization, and other relevant issues is provided to the families (Clarke et al. 2005).
However, parents are usually overwhelmed by their child‘s cancer diagnosis and do not
retain a significant portion of this information. The follow-up of traveling families by
provincial and Buenos Aires organizations during the entire treatment and control process
will allow families to make consultations at any point in time. Many of these
organizations are already in contact with each other; therefore, what is required is the
consolidation of a network strategy for cooperation and the development of a family
follow-up plan.
Hospital schooling
Another limitation identified in the hospital services provided to patients and their
families was the lack of attention paid to child schooling and recreation. Currently, all of
the hospitals included in this study have hospital schools except for Hospital Policlínico
Hospital Policlínico had a group of teachers who visited the hemato-oncology ward, but a
hospital educational program was not available to patients. The hospital school of
Hospital General and Hospital Infantil only provide initial education (from 45 days to 5
yrs. of age) and primary education (from 6 years of age), while the school in Hospital de
Alta Complejidad also provided post-primary education. The limited options available for
children in middle school and high school led many of the older participants in this study
to fall behind in their coursework and, in some cases, loose the entire school year. Some
families were able to make arrangements with teachers in the place of origin and others
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requested home-schooling in hotels during long stays in Buenos Aires. However, these
arrangements were dependent on the individual resources and motivation of the parents
and did not represent a standardized and consistent portion of the child‘s treatment.
If we consider the fact that secondary education is mandatory in Argentina (as
established by law No. 989), then the lack of options available for children in middle
school and high school represents a violation of their rights. Currently, measures are
being taken at the city and provincial levels to improve the inclusion of children at the
middle education level through the ―Proyecto de Atención de Alumnos de Nivel
Secundario‖ (Proyect of Attention of Students of Secondary Level) (Dirección General
de Cultura y Educación 2010) and ―Inclusión Educativa de Nivel Medio‖ (Educational
Inclusion of Middle Level) (Dirección de Educación Especial 2010), but these projects
are still in experimental stages.
In other clinical contexts, tripartite models composed of the school, hospital, and
the family have been created to facilitate communication among these actors and avoid
interruption in the child‘s education (Harris 2009; Moore et al. 2009). Child patients are
given three alternatives for continuing with their education during treatment: hospital
school, home schooling (when the child is not hospitalized), and community school
(child‘s original school) (Searle et al. 2003). Children‘s decisions are dependent on their
stage of treatment, their health condition, and their desire to be with other children during
treatment (Bruce et al. 2008; Sandeberg et al. 2008). The teachers in each of these school
formats provide each other with updates on the child‘s performance.
Other programs have implemented information technology in the form of online
classes and assignments to allow the child to keep up with the work performed in class
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(Leger and Campbell 2008). The child‘s teacher posts lectures, activities, or instructional
material online and provides the student with a timeframe for completion. The child can
contact the teacher with questions via email and can carry out the work at his/her own
time.

In the case of Argentina, not all pediatric patients have access to personal

computers and Internet connections, but the number of computers available for children
in FNDF‘s recreational rooms is increasing and organizations such as the Make a Wish
Foundation provide children with laptop computers. Therefore, this option could be
feasible in the near future.
Hospital General oncology ward
The establishment of an oncology ward in Hospital General is required in order to
ensure the proper sanitary conditions for immunocompromised children and improve the
hospitalization experiences of both pediatric patients and their accompanying parents. As
this study demonstrated, the patients treated in Hospital General faced additional
constraints during the process of hospitalization due to the fact that this facility does not
have a specific ward for oncology patients. During the time of the fieldwork, a group of
parents had put together a petition directed at the director of this hospital demanding
changes in infrastructure. The study conducted with FNDF in 2008 revealed that this was
not the only attempt made by a civil society organization to change the infrastructure of
this hospital, as this organization had been working with the hospital administration to
ensure better facilities for oncology patients. In the last phase of the fieldwork, in 2010,
FNDF had contributed funds for the creation of external consultation rooms in this
hospital, but concerns remained regarding the lack of isolated hospital areas for children
hospitalized for cancer treatment.
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Emergency services
The interviews with the parents also shed light on the difficulties encountered by
families taking immunocompromised children to the emergency room. The facilities
available to isolate these children during the waiting period in order to avoid contagion of
other diseases were not enough to deal with the patient flow, forcing pediatric oncology
patients to wait in the same emergency room as the other patients. Infection is the leading
cause of death of cancer patients in treatment (Tzimenatos and Geis 2005), and therefore,
represents a valid concern for both parents and health care professionals. In other clinical
contexts, measures are implemented to remove immunocompromised patients from
―risky‖ areas, such as emergency waiting rooms, as soon as possible (Rothman et al.
2006; Tzimenatos and Geis 2005). Similar protocols need to be implemented in
Argentine hospitals to avoid contagion and ensure prompt child isolation.

Housing facilities
Another issue that created a significant amount of problems for traveling families
is obtaining proper housing in Buenos Aires. Most of the families included in this study
had access to low-cost hotels through their respective Casas de la Provincia. However,
many of these hotels were unsanitary or found in dangerous neighborhoods. The only
hospital with facilities designed for housing traveling families at the time of the fieldwork
was Hospital de Alta Complejidad, and even here, children could only be housed with
their mothers. Children traveling with their fathers, such as Camila, found alternative
housing arrangements, and in the case of children traveling with both their mother and
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father, the child and mother were housed in the facility provided by Hospital de Alta
Complejidad and the father found a room in a nearby low-cost hotel.
In other contexts, housing facilities such as the American Cancer Society‘s Hope
Lodge or the Ronald MacDonald House in the U.S. have been established to provide
patients and their accompanying family members with lodging services during medical
treatment. The Ronald MacDonald House is present in Argentina, but only provides these
services to the children being treated in Hospital Italiano, a private hospital. As it was
mentioned earlier, 87% of the cases of pediatric oncology in the country are treated in
public hospitals (FNDF 2005). Therefore, similar facilities could be made available to
patients receiving treatment in Hospital General, Hospital Infantil, and Hospital
Policlínico to ensure adequate living conditions for the child and parent during treatment
and control visits and guarantee appropriate nutritional and educational services.

Decentralization
Short distance referrals and other forms of decentralization could ameliorate the
effects of travel and family separation experienced by these families and could reduce the
patient burden faced by Buenos Aires hospitals. Several attempts of decentralization are
currently being carried out by governmental and non-governmental actors composed
mainly of the improvement of provincial legislations to defend the rights of pediatric
oncology patients (the first law of this nature was passed in Tucuman in 2010), the
improvement of the infrastructure available for oncology patients (wards, recreational
areas, and isolation rooms), the movement of specialized medical professionals to
provincial hospitals through incentives (especially fellowships), and the augmentation of
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foundations and civil society associations focused on patient education, psychological
counseling, and assistance with social and legal services (FNDF 2008; Scopinaro and
Casak 2002; Toziano et al. 2004). Other authors have also mentioned the creation of
traveling teams of medical professionals from Buenos Aires to provincial hospitals to
provide assistance, counseling, and the training of provincial professionals (Scopinaro
and Casak 2002; Toziano et al. 2004).
The improvement of provincial public hospitals has also been carried out in
conjunction with the economic and professional support of non-governmental
organizations. The clearest example is the renovation of the hemato-oncology ward and
the immunocompromised rooms carried out by FNDF in Tucuman‘s children‘s hospital
(in a northern province), Hospital del Niño Jesús (FNDF 2010). This organization also
administrates the hospital recreational rooms and provides support for the obtainment of
medication and medical equipment (FNDF 2010). FNDF‘s efforts in this hospital were
followed by an agreement between Hospital de Alta Complejidad, Hospital del Nino
Jesus and the Ministry of Health in 2005 where a referral and counter-referral program
was established (Scopinaro et al. 2007). The main objectives of this program were:
improve the quality of diagnosis and treatment in Tucuman to avoid referrals to Buenos
Aires and promote the recollection of data to inform future interventions (Scopinaro et al.
2007). Thanks to this collaborative program, specialized human resources are available
in this institution to provide prompt care to pediatric oncology patients, new medical
equipment has been supplied, and the Ministry of Health and FNDF ensure the
availability of oncology drugs (Scopinaro et al. 2007).
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Future areas of research
In addition the structuralist and sociocritical narrative frameworks implemented in
this dissertation, other methods in narrative research such as theories of reception and
genetique could be applied. The application of theories of reception could shed light on
how children and parents create stories for specific audiences (both imagined and real)
and with specific interests in mind. The genetique framework could look at the process of
creation of the narrative, the verbal telling of the story and the visual construction of the
drawing, and would identify the different places where the teller of the story makes
modifications, corrections, or erasures. These transformations in the version of the story
could point to the purpose of its telling and the interests of the teller.
The drawings were mainly analyzed according to children‘s interpretation and the
researcher‘s identification of characters and scenes. However, other methods could be
implemented in future research such as the identification of colors and shapes, a
reconstruction of the process of creation of the drawing (identifying erasures, changes in
the scenes, coloring decisions, etc.), and the categorization of the size of the objects and
their distribution in the image.
The historical reconstruction of the health care system as well as the analysis of
current public policies was used to contextualize children‘s and parents‘ experiences, but
these methods provided limited information on the perceptions medical professionals had
regarding the administration of hospital resources, the provision of services to ―outside‖
patients, and the distribution of personnel at a national level. Future studies focused on
the medical staff and the everyday activities of other professionals providing services to
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children and parents (i.e. social workers, government officials, etc.) could enhance our
understanding of the current problems faced by the Argentine public health system.
Furthermore, these studies could include additional questions on parents‘ and children‘s
perception of the health care system, possibly divided by levels (national, provincial, in
Buenos Aires hospitals, their specific doctors, etc.).
An interesting, and much needed, future study could be conducted in provinces
known for not referring patients to the Capital such as Cordoba, Mendoza, Tucuman, and
Santa Fe in order to make a comparison of the children‘s and parents‘ treatment
experiences and analyze the role migration plays in this process. The experiences of
children receiving treatment in these provincial hospitals could also be compared to those
who had to relocate to Buenos Aires, possibly highlighting additional factors involved in
medical travel.
This research project could also be expanded to include the experiences of
traveling families coming from nearby countries (i.e. Bolivia, Paraguay, Chile). During
the second phase of the fieldwork, interviews were carried out with some immigrant
families (this information was not included in this dissertation) and their experiences
pointed to the additional difficulties faced by foreign families accessing pediatric
oncology treatment in Argentina. The increase in the flows of these patients has become
an issue of concern for local professionals and these patients are often represented as
―drains‖ on the public health system. Interestingly, in 2010, the Argentine government
issued a press release announcing its collaboration with several private medical hospitals
to develop an initiative of medical tourism. The main purpose of this initiative is to
―transform Argentina into a medical tourism destination‖. The initiative is aimed at
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developed countries or patients who can afford private medical services. A future study
could compare how these different ―types‖ of migrants are visualized by the Argentine
state, the public discourse used to promote or eliminate their use of medical services, and
the experiences of the migrants accessing care.

Lessons learned
The findings reported in this dissertation have demonstrated one way in which the
combination of narrative research and Critical Medical Anthropology can be used to
access different levels of experience and meaning. I had to go beyond the traditional
methods used in anthropology for narrative analysis and obtain training in the
frameworks used in literary criticism in order to be able to make this theoretical
combination.
The structuralist approach in narrative analysis allowed me to identify what
appeared to me to be the inner working mechanisms of children‘s and parents‘ stories.
The focus on characters and scenes gave me insight into the people and events they
considered relevant in the telling of their treatment stories. The categorization of the
characters and scenes also facilitated the comparison of children‘s and parents‘ stories
and the identification of variations in relation to the hospital where the child received
treatment, the age of the child, stage of treatment, and the distance to the place of origin.
The analysis of the narratives could not be based solely on what was present in
the storytelling process; the missing portions were considered equally important. The
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inclusion of the ―unnarrated‖ further facilitated the comparison of child and parental
narratives and further highlighted the people and events both actors considered important
in the treatment and migration process. The concept of the disnarrated was included to
give the structuralist approach a ―twist‖ in the sense that the rigid categories that have
traditionally been used by structuralists were softened and stretched to conceptualize the
multiple purposes behind the narration of an event. I learned how to conduct this type of
analysis through the training I sought in the field of literary criticism. This field has
traditionally proposed different theoretical frameworks for the study of texts.
The study of the structure of the Argentine health care system, the historical
review of the transformations of health and child policies, and the collection of data on
the everyday social context of children‘s and parents‘ lives set a particular stage for the
reading and interpretation of the narratives.

The frequencies obtained from the

categorization of characters and scenes would not have meant anything without analyzing
the content of the narratives and relating what was told to the place where it was told (and
lived).
The consideration of this context further demonstrated that the ill person is not ill
in isolation; it is an event that affects the family and the community. The process of
being ill does not take place in the confines of a hospital room; it is delineated, shaped,
and colored by social, political and economic factors. Argentine children with cancer who
are diagnosed in provinces outside of Buenos Aires live their disease and treatment in
relation to their journey to Buenos Aires. Treatment means leaving their home, being
separated from family and friends, and interrupting school. Argentine parents whose
children are diagnosed with cancer search for medical excellence in Buenos Aires. They
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are prepared to do anything they can to obtain care for their child. Their role as good
parents is dependent on how far they are willing to go and the types of services they can
obtain for the ill child.
The analysis of individual narratives in relation to the larger context also points to
the fractures, internal dynamics, and practices involved in the provision of medical
services in Argentina. Open policies of health care are met with centralized and
underequipped facilities and the need to move to Buenos Aires is buffered by providing
government funds to cover travel and relocation expenses. Regular and constant flows of
patients and their families are created, making treatment inextricably linked to migration.
Hopefully, this dissertation will provide a glimpse into the everyday life experiences of
the children and parents who are currently engaging in these ―life and death journeys‖ in
search for a better future.
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Appendix A
Table 3. Documents Consulted from the Collection “Instituciones de la Sociedad de Beneficencia y
Asistencia Social”
Category
Subcategory
Years consulted
Relevance
1823
Gov. decrees Creation of the
Official government decrees
Sociedad
establishing the creation of the
Sociedad and its responsibilities.
Infrastructure
1852-1946
Casa de
Documents concerning the
Expósitos
remodeling of healthcare facilities
and the purchase of medical
equipment.
Training
1920-1921, 1947
Casa de
Creation of training programs and
Expósitos
schools for physicians and child care
specialists.
Infrastructure
1915-1924, 1932Sanatorio
Documents concerning the design of
1949
Maritimo
facilities in order to care for
children with terminal diseases
(especially tuberculosis).
Personnel
1875-1947
Hospital de
Hiring of physicians, rules of
Niños
operation for the hospital, training
of healthcare professionals.
Infrastructure
1930-1931, 1938Hospital de
Changes in the organization of the
1939
Niños
hospital, its staff, and the patients.
Infrastructure
1915-1947
Solarium
Documents concerning the design of
Mar del
facilities in order to care for
Plata
children with terminal diseases.
Infrastructure
1918-1949
Asilo
Documents concerning the design of
Saturnino
facilities in order to care for
Unzue
children with terminal diseases.
Normative code 1918-1949
Asilo
Documents concerning the changes
Saturnino
in rules to deal with sick children.
Unzue
Personnel
Consejo
Documents regarding the hiring of
Médico
physicians.
Personnel
Consejo
Documents regarding the traveling
Médico
of physicians to European countries
and the United States.
Consejo
Training
Documents regarding the medical
Médico
courses taught in the Sociedad’s
institutions.
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Table 4. Documents Consulted at the Biblioteca de la Facultad de Medicina, Bs.As., Argentina
Category
Subcategory
Years consulted
Relevance
Cholera
1856-1895
Epidemics
Public health measures directed at
the cholera epidemics of 1867 and
1869 in Argentina
Sanitation

History

1776-1810

Medicine

History/Women

1823-1950

Medicine

History/France

1876

Medicine

History/Oncology

Pediatric
medicine
Pediatric
medicine
Pediatric
medicine

History

1500 B.C.-1750,
1800-1941.
1873-1982

History

1939

Oncology

1959, 1960

Hospice

History/Italy

1750, 1923

Hospice

History/France

1876

268

The creation of sanitation policies
and infrastructure in Buenos Aires.
The role played by the Sociedad de
Beneficencia.
Analyzed excerpts from medical
conferences in France about
pediatric institutions.
These publications reviewed the
history of cancer and its treatment.
Identification of pediatricians,
schools, and hospitals.
Speeches and conferences speaking in
favor of pediatric medicine.
Identify the history and main
advances in pediatric oncology
treatment in Argentina.
Identify trends in hospice care in
Italy that would later be
incorporated in Argentina.
Identify trends in hospice care in
France that would later be
incorporated in Argentina.

Table 5. Consulted laws and legal decrees
Law/Decree
Topic
Universal
health
coverage
Programa Médico Obligatorio
(PMO)
Convention on the Rights of the
law 23.849
Child
Convention on the Rights of the
Law 26.061
Child, establishes the child‘s right to
health
National Health System
law 23.661
Free transportation pass for patients
law 2.596
and people with disabilities
Obras sociales
law 18.610
Cancer policy
Programa Nacional de Cáncer
Child policy
Agote law
Foundation of Fundación de Ayuda
decree No. 20.564
Social María Eva Duarte de Peron
Intervention of the Sociedad de
decree no. 9.414
Beneficencia in 1946
Hospital self-regulation
decree 578/93
Hospital education
Law 3321
Secondary education
Law 989
Secondary education
Proyecto de Atención de Alumnos
de Nivel Secundario
Secondary education
Inclusión Educativa de Nivel
Medio

269

Appendix B
Table 6. Summary of the Individual Characteristics of Participating Families
Child
Diagnosis
Age
Hospital
State
of Place
of
pseudonym
child
treatment
origin
Wilms tumor
8
Infantil
Control
Misiones
Karina
Lymphoma
12
General
Control
Entre Rios
Luis
Wilms tumor
16
Alta Complejidad Treatment
Entre Rios
Adriana
ALL *
12
Alta Complejidad Treatment
Jujuy
Santi
Tumor
15
General
Treatment
Formosa
Jose
Brain tumor
8
General
Treatment
Provincia Bs
Paula
As
AML**
13
Alta Complejidad Relapse
Salta
Sara
Rhabdomyosarc
5
General
Relapse
Provincia Bs
Rodrigo
oma
As
Brain tumor
12
Alta Complejidad Treatment
San Luis
Victoria
AML
14
Alta Complejidad Control
Salta
Camila
ALL
7
General
Control
Tierra
del
Martin
Fuego
Colon cancer
14
Alta Complejidad Relapse
Rio Negro
Ricardo
CNS
tumor
5
Alta
Complejidad
Treatment
Entre Rios
Sebastian
ALL
5
General
Control
Entre Rios
Lucia
ALL
7
Alta Complejidad Treatment
Santa Fe
Carla
ALL
17
Policlinico
Treatment
Rio Negro
Marta
ALL
7
Alta Complejidad Treatment
Salta
Alicia
Rhabdomyosarc
12
Alta Complejidad Treatment
Tucuman
Claudio
oma
ALL
7
Policlinico
Treatment
Provincia Bs
Gustavo
As
Brain tumor
7
General
Relapse
San Luis
Diego
Liver tumor
8
Alta Complejidad Control
Misiones
Hernan
ALL
12
General
Control
Formosa
Luciano
ALL
5
Policlinico
Treatment
Santa Fe
Joanna
ALL
12
Policlinico
Treatment
Provincia Bs
Felicia
As
ALL
11
Policlinico
Treatment
Provincia Bs
Samuel
As
ALL
8
Alta Complejidad Control
Corrientes
Ana
ALL
5
Alta Complejidad Treatment
Catamarca
Elena
Tumor
11
Alta Complejidad Control
Rio Negro
Carlos
Colon cancer
15
General
Control
Mendoza
Jessica
Sarcoma
17
General
Treatment
Entre Rios
Emiliano
ALL
6
Infantil
Control
Santiago del
Maxi
Estero
Tumor
9
General
Treatment
Misiones
Carolina
Sarcoma
12
Alta Complejidad Relapse
Salta
Hugo
ALL
13
Policlinico
Treatment
Salta
Mario
Tumor
17
Policlinico
Relapse
Provincia Bs
Fabian
As
* Acute lymphocytic leukemia
* Acute myeloid leukemia
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Appendix C
Table 7. Characters identified by the children and their parents
Character
Children
Parents
Total
(n=35)
(n=35)
(n=70)
35
35
70
Ill child
6
35
41
Doctor in Bs.As.
29
35
64
Mother
5
17
22
Doctor in Prov. Hospital
10
16
26
Father/Spouse
14
15
29
FNDF volunteers
23
12
35
Sibling/well child
6
11
17
Hotel staff
2
11
13
Banco de Drogas
4
10
14
Obra social
2
9
11
Casa de la Provincia
6
6
12
Teacher in place of origin
2
6
8
Other parents
0
5
5
Father or mother in law
2
5
7
Other NGOs
0
4
4
Psychologist
4
4
8
Aunt/uncle/ parent’s sister or
brother
0
4
4
Social worker
0
3
3
Asistencia or Desarrollo Social
(gov. institution)
1
3
4
Nurses
2
2
4
Hospital teacher
0
2
2
Parent support group
5
2
7
Grandmother/ parent’s mother
3
2
5
Other ill children
3
0
3
Neighborhood friends
1
0
1
Religious official
2
0
2
Classmates
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Appendix D
Table 8. Frequency of scene appearance in the children’s and parents’ narratives
Scene
Children
Parents
Total
(n=35)
(n=35)
(n=70)
3
35
38
Initial symptoms
2
10
12
Delays in diagnosis
1
5
6
Problems with referrals
5
35
40
Short distance and long-distance referrals
2
7
9
Preparing for departure
32
33
65
Medical procedures
24
29
53
Hospital spaces
35
35
70
Separation from family
10
35
45
Paperwork
3
8
11
Fever and child isolation
30
32
62
Hotels
27
6
33
Things I miss
12
3
15
School
5
33
38
Employment/expenses
4
11
15
Control stage
4
6
10
Relapse

272

